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For all that suffer in silence, your voice can be heard.
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ABSTRACT
GIVING VOICE TO ADULTS LIVING WITH CYSTIC FIBROSIS:
A PHENOMENOLOGICAL STUDY
BRANDON M. VARILEK
2020
Cystic fibrosis is one of the most difficult chronic diseases to manage long-term
because of the numerous challenges faced on a day-to-day basis. Historically, these
challenges have primarily been studied using quantitative methods given the desire to
prolong life. However, simply increasing the quantity of life does not mean that quality of
life will improve. It is entirely possible that new treatments may worsen perceived quality
of life. What is missing from the current research is the person’s voice regarding the
experience of living with cystic fibrosis, especially as they continue to age.
The primary purpose of this study was to understand the experience of living with
cystic fibrosis from the adult perspective. The method used for this study was
hermeneutic phenomenology guided by Martin Heidegger’s philosophy. Participants
were recruited from across the United States using an advertisement through Facebook©
and Instagram©. Data was collected through semi-structured interviews with nine
participants.
The stories shared by the participants provide a deeply personal view of the
experience of living with CF as an adult. The hermeneutic analysis of the narratives
revealed one overarching theme and six themes. The participants’ experience can be
thought of as a dance, The Dance of CF, which is the overarching theme. Six themes
emerged from the overarching theme: 1) The Paradox of Control, 2) Living Deaths, 3)
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Dancing with Death, 4) Relearning to Dance, 5) Role of the Dance Partner, and 6)
Following the Beat of Bureaucracy.
This study has implications for nursing education, nursing practice, and health
policy. Nursing education needs to integrate teaching hermeneutic interpretation to
undergraduate and graduate students alike. Employing hermeneutic interpretation into
practice will have positive impacts in the care of all patients by understanding the
existential concerns while living with an illness. Finally, as health policy evolves, nurses
need to advocate for changes in current policy. Nurses are uniquely positioned to
understand the complexities and challenges facing those with CF. Thus, nurses can
provide clear examples about the needs of the CF population directly to policy makers.
Keywords: cystic fibrosis, hermeneutic phenomenology, interpretive
phenomenology, Martin Heidegger, The Dance of CF
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CHAPTER ONE
Introduction
Cystic fibrosis (CF) is a rare, autosomal recessive genetic disorder that is
inherited from both parents. In 2011, it was estimated that nearly 12 million Caucasians
in the United States (US) were carriers of the disease, which is roughly 1 in 25 people
(McClaren, Metcalfe, Amor, Aitken, & Massie, 2011). According to the CF Foundation
(CFF) Patient Registry data from 2017, there are currently 29,887 patients with CF in the
US with nearly 1,000 new cases of CF being diagnosed every year (CFF Patient Registry,
2018).
Background of Cystic Fibrosis
CF is caused by a mutation in the CF transmembrane conductance regulator
(CFTR) gene. The CFTR gene provides cellular instructions to develop an ion channel
across the cell membrane for the transfer of chloride ions (Genetics Home Reference,
2019). With a normal CFTR gene, the transport of chloride ions helps control how water
moves through tissues, which is necessary for producing thin, freely flowing mucus
(Genetics Home Reference, 2019). When a mutation in the CFTR is present, this ion
channel is interrupted which causes production of abnormally thick and sticky mucus that
can obstruct pulmonary, pancreatic, and gastrointestinal pathways (Genetics Home
Reference, 2019). The presence of thick, ineffective mucus can lead to frequent
pulmonary infections, diabetes, and complications of digestion such as malabsorption of
nutrients and constipation (National Heart, Lung, and Blood Institute [NHLBI], n.d.).
CF, in most states, is diagnosed during routine newborn screenings using either
immunoreactive trypsinogen (IRT) testing alone, or a combination of IRT and
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deoxyribonucleic acid (DNA) testing for CF mutations (CFF, n.d.-a). If positive, a sweat
chloride test may be completed to confirm the diagnosis of CF (CFF, n.d.-a).
Trypsinogen is a pancreatic enzyme precursor that is found in high concentration in
newborn blood in those with CF because the pancreatic ducts are partially occluded and
the enzyme drains abnormally from the pancreas (Paracchini et al., 2011). If trypsinogen
is found to be elevated, infants are referred to CF care centers for further diagnostic
testing. Only 58.4% of new CF cases were detected by newborn screening in 2017 with
other diagnoses of CF coming months to years later with a mean age of 4 years old at
diagnosis (CFF Patient Registry, 2018).
A CF diagnosis is becoming more prevalent later in life, especially with expanded
knowledge of the over 1,700 mutations of the CFTR gene; the mutations cause a wide
variety of symptom severity (CFF, n.d.-c). Individuals diagnosed later in life, often have
a lower prevalence of pancreatic insufficiency and CF-related diabetes. Additionally, they
also have better lung function, making the diagnosis of CF difficult to discern from other
chronic respiratory conditions like asthma (Rodman et al., 2005).
Since the 1980s, medical advances in the treatment of CF has allowed this
population’s life expectancy to double (Eakin et al., 2017; Hurley, McKeever, Prayle,
Fogarty, & Smyth, 2014). These advances have turned the once considered “pediatric
condition” into a disease that affects both children and adults (MacKenzie et al., 2014).
Despite tremendous advances in treatment, CF remains one of the most, if not the most
difficult, chronic disease to manage long-term (Nichols, Kuk, & Nick, 2015; Quittner,
Goldbeck, et al., 2014; Stenekes et al., 2009). The predicted median survival age is 43.6,
but the median age at death is only 30.6 (CFF Patient Registry, 2018), far younger than
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the predicted life expectancy of 78.7 years for a healthy adult in the US (The World
Bank, 2016). The increasing age of survival for the CF population is ubiquitous around
the world. In the Netherlands and United Kingdom, the number of adults living with CF
is expected to increase by 96.1% and 79.3%, respectively, between 2010 and 2025
(Burgel et al., 2015). Yet, many CF centers are still focused primarily on pediatric care,
leaving the care of adults with CF to pulmonologists not specifically trained in this
disease (Burgel et al., 2015).
Pilot Data
There is a multitude of research available indicating that as those with CF age,
quality of life (QOL) decreases and the prevalence of anxiety and depression increases
(Besier & Goldbeck, 2011). This trend of increased anxiety and depression was not
evident in the two interviews I conducted for my pilot study. While analyzing this data,
the participants described themes of strength and courage in managing their disease. One
participant was diagnosed with CF as a newborn, and the other was diagnosed at age 11
years. The two participants described different relationships with their disease, especially
in terms of how they accept the disease on a personal level. The participant who was
diagnosed at age 11 years said this,
I really fought the diagnosis…my life is very different now [at age 11 years] than
it was at 10…and I fought everything and didn’t want to do my treatments…I
remembered what it was like to be the kid that didn’t have to do it. As I’ve gotten
older, I’ve found that I can have a normal life with CF. It will be hard, but it will
be okay.
The participant who was diagnosed as a newborn said this,
Be open about it [diagnosis of CF]. Tell people. Don’t ever try to hide who you
are. It’s part of who you are and don’t try to hide that. From the day I was born I
was CF. Much like [being] male or female defines our core personality, I am CF.
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It’s pretty hard to ask someone who has always been male how they cope with
being male. Or how their life is different because they are male.
Even though each participant has a unique personal experience with CF, the
echoes of the themes strength and perseverance were prominent throughout each
interview. The experience of these participants differs from what is often described in the
literature. Current literature suggests that QOL decreases and the prevalence of anxiety
and depression increases with age for persons with CF (Besier & Goldbeck, 2011).
However, the participants in the pilot study appear to be embrace their disease and are
thriving as they continue to age.
The difference in findings between the pilot interviews and the literature is
possibly because I did not ask directly about anxiety or depression. Rather, I asked how
the participants live beyond their diagnosis and find joy in their lives. How questions are
framed is important to how participants respond to the question and can either be posed
with positive or a negative attributes (Wright & Lopez, 2009). According to Wright and
Lopez (2009), many people tend to weigh negative aspects of questions more heavily
than positive aspects. This means that negatively phrased questions yield a higher degree
of negative responses when compared the degree of positive responses for positively
phrased questions.
Positive mood and emotional states are rarely assessed within the CF population.
Questionnaires frequently used in CF research contain primarily negatively phrased
questions, such as the Patient Health Questionnaire (PHQ-9) and the Hospital Anxiety
and Depression Scale (HADS). By focusing solely on negatively phrased questions,
grasping the full context of the experience is not possible. Within the psychology
literature, there are several studies that suggest that assessing positive mood states predict
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valuable life outcomes (Lyubomirsky, King, & Diener, 2005), lead to improved immune
function (Cohen, Doyle, Turner, Alper, & Skoner, 2003), and even prolong life (Danner,
Snowdon, & Friesen, 2001; Ostir, Markides, Black, & Goodwin, 2000). Although there is
inherent value in screening for depression and anxiety, negatively phrased questioning
cannot stand alone. Negatively phrased questioning needs to be combined with positively
phrased questioning to provide broader context of the situation and to moderate the
influence negative questions (Wright & Lopez, 2009).
Statement of the Problem
Persons living with CF face numerous daily challenges in many aspects of their
lives. Daily challenges include completing required medication treatments such as
nebulizers, chest physiotherapy (CPT), oral medication, and diabetic management. These
challenges have primarily been studied using a quantitative research approach. This
approach is understandable given the desire to improve the quality of treatments
delivered to these patients with the primary objective of prolonging life. Without
intensive focus on improving CFTR modulating treatments and theratyping1, the median
survival age would likely not be as high as it is today (Clancy et al., 2019; LopesPacheco, 2016). However, health care providers and researchers should not assume that
simply prolonging life will improve perceived QOL. Studies suggest that as age increases
for persons with CF, the prevalence of anxiety and depression also increases (BackströmEriksson, Sorjonen, Bergsten-Brucefors, Hjelte, & Melin, 2015; Quon et al., 2015).

1

Theratyping is the process of determining and describing the CFTR variations of a specific person to
determine the best CFTR modulating therapy for that person.
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Moreover, it is possible that new treatments may increase treatment burden to the point
where it negatively affects QOL. Based on the current literature review, there is little
research seeking to understand the experience of living with CF as an adult, and no
research using Hermeneutic phenomenology as a method. What is missing from the
current research with this population is the adult with CF’s voice regarding the
experience of living with CF.
Aims
The primary aims of the study were:
1. To understand the experience of living with CF from the adult perspective,
2. To explore and understand different facets of treatment burden, including
psychological, physical, and socio-economic burden, and
3. To give voice to adults living with CF.
Research Question
The research question for this study was: “What is the experience of living with
cystic fibrosis as an adult?”
Significance of the Study
As the projected survival age of those with CF continues to increase with
improved treatments, it is vital that we, as health care providers and researchers, seek to
understand our patients’ experiences of aging with CF. My pilot study demonstrated the
participants’ fortitude in the face of their diagnosis but acknowledged that they face
significant concerns, despite their optimism. Their concerns included medication costs,
treatment burden, symptom management, hospitalizations, missing work while in the
hospital, familial concerns, among others. This narrative understanding of the experience
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of living with CF as an adult is absent in the current literature. Acknowledging the
experience of living with CF from the perspective of adults will provide the foundation
for future innovative research with the goal of improving QOL for those with CF.
Without understanding the experience from the perspective of adults with CF, truly
meaningful research aiming to improve long-term QOL may be futile.
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CHAPTER TWO
Review of the Literature
Hermeneutics, as described by Martin Heidegger (1962), is a way of uncovering
what it means for human beings to exist in the world. The nature of hermeneutics is to do
this without reducing human experience to an explanation of familiarity. Rather, we must
look beyond what is familiar to truly understand human experience. This review of
selected literature begins with an ephemeral exploration of hermeneutic phenomenology.
I will conclude with an in-depth review of the CF literature, specifically regarding
differing aspects of treatment burden while also highlighting gaps in current adult CF
literature.
Hermeneutic Phenomenology
In a journey that led to the creation of hermeneutic phenomenology, Heidegger
shifted the acquisition of knowledge through hermeneutics from the epistemological
emphasis of Edmund Husserl to an ontological foundation of understanding (Annells,
1996; Heidegger, 1962). The ontological perspective allows us to understand the meaning
of being-in-the-world (Annells, 1996), which is seen as understanding everyday human
existence in the world (Dreyfus, 1991; Heidegger, 1962). Our capacity to understand our
being-in-the-world is influenced by our own definitions of the world that surrounds us.
Philosopher Charles Taylor stated that we are all “self-interpreting, self-defining,
living…inside a web of signification we ourselves have spun…when we try to understand
the cultural world, we are dealing with interpretations and interpretations of
interpretations,” (Rabinow & Sullivan, 1987, p. 7).
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Each person defines their being through different interpretations of reality;
hermeneutic phenomenology does not seek to find a way for being to be understood. The
true heart of the ontological question of hermeneutics is to know that understanding is
being (Heidegger, 1962; Koch, 1995). Being resists attempts to be defined, as being is
universal to all and interpreted differently. We all retain a different meaning of the word
being. We interact with our environments differently, and therefore, will have different
experiences of being. Phenomenological research appreciates our immersion into our way
of life and views it as necessary to understanding the context of being (McConnellHenry, Chapman, & Francis, 2009). Humans are not subjects amongst their surroundings,
but rather, are absorbed within the world at all times (Heidegger, 1962). Through the use
of hermeneutic phenomenology, I am able to explore and include human perceptions as
legitimate components of research. Our perceptions are integral to the human experience.
Therefore, our perceptions are invaluable in describing the human experience
(McConnell-Henry et al., 2009).
Heidegger (1962) described the concept of co-constitutionality. Coconstitutionality, in essence, means that our being is constructed by the world in which
we live, while at the same time, our being is constructing the world from our own
experience and background (Koch, 1995). Co-constitutionality is Dasein, or being-in-theworld (Heidegger, 1962). Dasein describes the existential feeling of self, and can exist
either authentically or inauthentically (Heidegger, 1962). A person presents authentically
when they recognize that potential comes from within, whereas when a person sees their
potential through the eyes of others, they present inauthentically (Harman, 2007;
Heidegger, 1962).
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Modern medicine, as an inauthentic practice, is primarily concerned with
diagnosing, treating, and curing diseases. A disease is a classification of generalized
patterns of symptoms which has similar anatomical or physiological lesions (Leder &
Krucoff, 2008). In contrast to the medical portrayal of a disease, the term illness
describes the experience of the person with a disease (Leder & Krucoff, 2008). Disease
can be thought of as inauthentic presentation, as the disease subscribes to a set of
characteristics that has been applied by an external force, such as a physician diagnosing
a patient with a disease. Illness is an authentic presentation, as this is the experience of a
person with a disease. The experience that a person will have with an illness is not
something that can be given or foretold to any person. Yes, the disease is constructed by
the world in which we live. However, our being cannot construct disease, but rather, the
confines of a particular disease construct our being. Our being will construct the
experience of the disease, which is illness. Hermeneutic phenomenology holds great
promise as the research method for better understanding of the experiences of adults with
CF as they experience illness.
Literature Search
For this study, I conducted a review of the literature pertaining to adults with CF.
To find appropriate articles for this review and to complete an exhaustive review of the
literature, I used the following databases: CINAHL, EBSCHO MegaFILE, SAGE, South
Dakota State University Discover Search, PubMed, and Web of Science. The years
searched included 2011 to present, but also included articles from 2010 or older if they
were highly pertinent to the study. Search terms were manipulated based on the results
received in order to further refine results. Specific search terms (in the order of entry into
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the databases) can be found on Table 1. In total, the search identified 11,419 articles. All
duplications were removed as well. I excluded articles if an English translation was not
available. If the title of the article included information related to treatment burden, I
reviewed the abstract. If the abstract went into further detail on specifics of treatment
burnden or other barriers in the care of persons with CF, I selected that article and
reviewed it in full. Any information that I found and was cited to another article, I
searched for that specific article to develop a bibliography of primary references. Search
results from the CINAHL and EBSCO MegaFILE databases are not included in the
article count as they are included in the Discovery Service for South Dakota State
University (SDSU). These databases were searched separately to give more targeted
results to the disciplines of interest. The findings from the review of literature are
summarized in the following discussion.
________________________________________________________________________
Table 1. Search strategy for current review.
Database Search: Discovery Service for SDSU**, SAGE, CINAHL++, EBSCO
MegaFILE++, Health Source, Sage, and Web of Science
Search Terms: cystic fibrosis AND burden, cystic fibrosis AND treatment burden, cystic
fibrosis AND psychologic*, cystic fibrosis AND economic, cystic fibrosis AND socioeconomic, cystic fibrosis AND adherence, cystic fibrosis AND pain, cystic fibrosis AND
non-adherence, cystic fibrosis AND qualitative, cystic fibrosis AND phenomenology,
cystic fibrosis AND medication, cystic fibrosis AND medication cost, cystic fibrosis
AND CFTR modulator, cystic fibrosis AND isolation, cystic fibrosis AND adult, cystic
fibrosis AND adult diagnosis
**Discovery Service searches databases including EBSCO MegaFILE, MEDLINE, CINAHL, ScienceDirect, British
Library Document Supply Centre, SocINDEX, Points of View Reference Center, Alt HealthWatch, MasterFILE
Premier, Professional Development Collection, Business Source Premier, ERIC, Research Starters, Narcis, Teacher
Reference Center, Communication Source, and MAS Ultra
++
Databases searched independently for targeted search results, but search results not included in total number as they
appear in Discovery Service for SDSU
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CF Treatment Burden
In reviewing the selected literature, many themes were noted in the primarily
quantitative studies. The identified themes are psychosocial burden, physical burden,
socio-economic burden, and treatment adherence. Subthemes were identified within the
major themes of psychosocial burden (depression and anxiety, social challenges) and
physical burden (pain, dyspnea).
Psychosocial Burden
Adults living with CF have significant psychosocial burden related to their illness
(Quittner, Saez-Flores, & Barton, 2016). Burden includes depression and anxiety, as well
as social challenges for those with CF. These are the two subthemes that were revealed
under psychosocial burden and will be expanded upon and explained.
Depression and anxiety. Depression and anxiety rates are higher in the CF
community compared to the general population (Garcia, Snell, Sawicki, & Simons, 2018;
Olveira et al., 2016; Pakhale et al., 2015; Quittner, Goldbeck, et al., 2014). The general
population’s 1-year prevalence rate for depression is 18.1% (Kessler, Chiu, Demler, &
Walters, 2005), whereas the rate of depression among the adult CF population is nearly
twice as prevalent with rates of depression between 29.7% and 32% (Pakhale et al., 2015;
Quittner, Goldbeck, et al., 2014). The prevalence rate of anxiety for the adult CF
population ranges from 10% to 28% (Garcia et al., 2018; Quon et al., 2015).
It is important to note that prolonged anxiety leads to an increased incidence of
depression in the CF population (Besier & Goldbeck, 2011; Quittner, Goldbeck, et al.,
2014; Yohannes, Willgoss, Fatoye, Dip, & Webb, 2012). Increased rates of depression
and anxiety negatively impact overall QOL, with many studies reporting that perceived
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QOL decreases as anxiety and depression rates increase (Besier & Goldbeck, 2012;
Goldbeck, Besier, Hinz, Singer, & Quittner, 2010; Havermans, Colpaert, & Dupont,
2008; Olveira et al., 2016; Riekert, Bartlett, Boyle, Krishnan, & Rand, 2007; Yohannes et
al., 2012). With such high rates of depression and anxiety, it is reasonable to assume that
many people living with CF are also experiencing a diminished QOL because of their
mental health status. Additionally, there is a positive correlation between increasing age
and increasing rates of depression and anxiety (Backström-Eriksson et al., 2015;
Goldbeck et al., 2010; Modi, Driscoll, Montag-Leifling, & Acton, 2011; Quon et al.,
2015), indicating that as the CF population continues to live longer, the more likely they
are to develop and suffer from anxiety and depression.
Depression and anxiety have an immense impact on people with CF, as it
negatively impacts disease status, treatment adherence, and QOL (Backström-Eriksson et
al., 2015; Garcia et al., 2018; Goldbeck et al., 2010; Olveira et al., 2016; Quittner,
Goldbeck, et al., 2014; Quon et al., 2015; Riekert et al., 2007). Because of the arduous
daily treatment regimen completed by the person with CF, depression and anxiety can
lead to treatment non-adherence (Knudsen et al., 2016). By not completing treatments,
the status of their disease may potentially worsen which can result in shortness of breath,
infection, or deterioration to the point of needing to be hospitalized. This deterioration
further propagates anxiety and depression, causing a cycle which may be hard to break
without intervention (Goldbeck et al., 2010; Riekert et al., 2007).
While exploring rates of depression and anxiety, Latchford and Duff (2013)
identified that 10.4% of their sample endorsed suicidal ideation on their depression and
anxiety screening at the time of questionnaire administration. The study did not
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distinguish between active intent to harm or thoughts of being “better off dead,” so
further investigation is warranted to ensure all patients with CF are being screened for
suicidal ideation in addition to depression and anxiety (Latchford & Duff, 2013). If CF
patients suffering from depression are not adequately screened for suicidal ideation, there
is a potential for missing the warning signs. Because this was a quantitative study, the
person’s experience with suicidal ideation could not be explored beyond checking “yes”
or “no” on a questionnaire. In this instance, asking participants to describe their thoughts
of suicidal ideation would be helpful for both researchers and participants. Participants
would be able to express their concerns and the rationale behind their suicidal thoughts,
and researchers could provide immediate intervention for any participant who may have
suicidal ideation.
Social challenges. While depression and anxiety are common in this population,
social challenges also inhibit them from leading a “normal” life. Adolescents and young
adults are often uncomfortable disclosing their illness to their peers for fear of
stigmatization associated with their treatments or outward portrayal of symptoms (Oliver
et al., 2014; Quittner et al., 2016). Feelings of stigmatization from peers can lead to
increased psychological distress, lower QOL, and lower self-esteem for people suffering
from chronic disease (Fife & Wright, 2000; Goldbeck et al., 2010). For example, a
common outward sign of CF is frequent coughing. Adolescents have been avoided by
their peers and have even been sent home from school for fear of spreading illness
(Pakhale et al., 2014). In contrast, adults diagnosed later in life have low “visibility” of
outward signs which conceals their diagnosis from peers (Lowton, 2004, p. 184). Low
visibility of symptoms effectively reduces exposure to social stigma. Concealing the
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diagnosis of CF from peers long-term is difficult, especially since they will eventually
suffer from an acute exacerbation.
Perhaps most challenging for those with CF is that they cannot be in close contact
with others who have CF without posing a grave risk to their health. Because of potential
cross-infection risks, face-to-face visits between two people with CF is strongly
discouraged (Conway, 2008; Rowbotham et al., 2018; Saiman et al., 2014). The CFF has
numerous recommendations for schools that have more than one person with CF in the
same building. These recommendations include: a) placing people with CF in separate
classrooms when possible, b) if separate classrooms are not possible, ensure their work
stations are as far away as possible, maintaining a minimum of six feet between the two
students, c) assigning separate bathrooms and drinking fountains for students with CF,
and d) assigning lunch tables, lockers, and any other items for those with CF to be as far
away as possible (CFF, n.d.-d).
Additional recommendations exist for schools if more than one person with CF
attends the school. These specific recommendations highlight the great lengths that must
be taken to segregate two people with CF to prevent the spread of infection. Imagine how
very isolating this must feel, especially since they are being isolated from another person
who understands what it is like to live with CF. However, it is essential to follow this
practice given the potentially grave risk involved (Conway, 2008). One way those with
CF are coping with social isolation is through technological advancements. People with
CF are turning to the internet to socialize with others who have CF (Kirk & Milnes,
2016). The online environment provides a space for those with CF to “congregate”
without the risk of spreading infection from one person to the next.
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Physical Burden
In addition to the psychological challenges identified in the CF population,
physical burden is also prevalent (Stenekes et al., 2009). Physical burden is exacerbated
through a broad range of symptoms from gastrointestinal effects to respiratory issues
(Sawicki, Sellers, & Robinson, 2008). Pain and dyspnea were the most prevalent
concerns that emerged regarding physical burden and will be explored more thoroughly.
Pain. Adolescents and adults who suffer from CF frequently experience some
degree of physical pain. Pain experienced with CF most frequently stems from the
abdomen (42%), head/sinus (32%), joint(s) (19%), or chest (10%) (Lechtzin et al., 2016).
Pain in adolescents tends to be less frequent and less severe when compared to adults
(Blackwell & Quittner, 2015). However, pain is strongly correlated with diminished
QOL, worse clinical outcomes, and more psychological distress, leading to more frequent
pulmonary exacerbations (Blackwell & Quittner, 2015; Lechtzin et al., 2016). Although
severity of lung disease does not generally impact the intensity of pain experienced, those
with a negative pain response have poorer physical function and may not be able to
complete necessary CPT treatments (Hubbard, Broome, & Antia, 2005; Kelemen et al.,
2012). The effects of pain are impactful to overall burden and, if left untreated, have the
potential to be damaging long-term.
Dyspnea. Shortness of breath, or dyspnea, is common in CF. Because of
abnormalities in the movement of chloride across the cell membrane, secretions are thick
and not easily mobilized. This causes poor air movement through the lungs, and in turn,
leads to both dyspnea and cough (Brashers & Huether, 2014). Stenekes et al. (2009)
reported that for their sample, 62% of patients experienced dyspnea, and 80%
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experienced a cough while not currently in an acute exacerbation. These numbers are
variable from study to study as Goss, Edwards, Ramsey, Aitken, and Patrick (2009)
found that only 28% of participants reported shortness of breath and 36% reported
frequent coughing. Although these statistics are not surprising considering the patient
population, the physical constraints of coughing and feeling short of breath may be
significant enough to limit participation in everyday or extracurricular activities.
Socio-Economic Burden
Rare diseases like CF are unfortunately met with high economic burden. This is
likely due to the lack of effective and/or available treatments for the disease, and
treatments that are available are very expensive (Angelis, Tordrup, & Kanavos, 2015).
CF related health care costs in 2014 averaged $23,525 ± $54,879 for those who had high
adherence with their treatment plans (Quittner, Jie, et al., 2014). For those who had low
treatment adherence, their CF related health care costs increased by an average of more
than $7,000 to $36,605 ± $107,876. Additionally, those with CF who were less adherent
to their treatment plans were significantly more likely to use emergency services and to
require hospital admission compared to those with high treatment adherence (Quittner,
Jie, et al., 2014). These costs do not account for lung transplantation in the cost findings.
Current CF research heavily focuses on clinical trials to begin the use of new
medication regimens to better manage the symptoms of CF. In a recent clinical trial by
Milla et al. (2016), participants received a special dosage of the combination medication
lumacaftor/ivacaftor (Orkambi®), resulting in significant improvements in sweat
chloride, body mass index (BMI), QOL measures, and improved lung clearance. These
experimental treatments are also financially straining, costing upwards of $290,000
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annually (Luzzatto et al., 2015). Despite advances in medication treatments like
lumacaftor/ivacaftor (Orkambi®), those with CF are still required to perform several
hours of other medical treatments on a daily basis to keep their bodies functioning well
(Nichols et al., 2015; Quittner et al., 2016; Sawicki et al., 2011). The socio-economic
burden of this disease has an enormous impact on any family and is influential, especially
if the family is not able to afford the treatments.
Treatment Adherence
Adherence to treatment plans is vitally important for those with CF to maintain an
optimal level of health (Quittner, Jie, et al., 2014). It has been found that diminished QOL
can negatively impact medication adherence (Knudsen et al., 2016; Quittner, Jie, et al.,
2014; Sawicki & Goss, 2015). Poor medication adherence can lead to acute
decompensation in lung function, infections, and increase CF-related
hospitalizations/emergency services use when compared to those who have high
medication adherence (Quittner, Jie, et al., 2014). Nebulizers are one of the treatments
common in CF medication regimens. Adults age 22 – 45 were interviewed in a study
exploring factors that affect nebulizer compliance (Hogan, Bonney, Brien, Karamy, &
Aslani, 2015). The adults cited work, travel, and other social commitments as interfering
factors with their nebulizer treatments. Perhaps more surprising is that some adults feel
that nebulizers are not vital to their treatment plan (Hogan et al., 2015). Because all
aspects of treatment burden potentiate the likelihood of poor treatment adherence,
researchers need to take these issues into consideration when developing new treatments
for CF. In addition, new treatments need to be less complex, as complexity is also a
barrier toward continued improved clinical outcomes (Nichols et al., 2015).
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Summary
Those living with CF face numerous daily challenges in many aspects of their
lives. These challenges have primarily been studied using quantitative research. This
approach is understandable given the desire to improve the quality of care delivered to
these patients with the primary objective of prolonging life. However, simply prolonging
life does not mean that perceived QOL will improve. It is entirely possible that new
treatments may increase treatment burden to the point where it negatively affects QOL.
Understanding this point of view may not be possible with only quantitative studies.
Quantitative studies need to be reinforced with well-developed qualitative studies to
create a more well-rounded landscape of what those with CF are actually experiencing.
Furthermore, quantitative studies tend to focus on the disease. What is largely missing
from the current research with the CF population are patients’ voices regarding what it is
like living with the illness of CF. Moreover, qualitative exploration of the adult
experience with CF is severely lacking, especially in the last decade. With continuing
advances in treatment of CF, it is vital that we understand the experience of living with
the illness. Without understanding the experience of the illness from the perspective of
those with CF, efforts to bolster treatment options may fail, especially if the treatment
only improves the disease, but not the illness.
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CHAPTER THREE
Methodology
Each individual is the true expert and knower of their own self (Munhall, 2012),
and the person’s voice is a portal for researchers to understand the individual’s
experience. This is the nature of phenomenological inquiry: to listen to the participants’
voices to understand what they are experiencing. The use of “voice” does not imply that
the understanding of experience comes only from the spoken word. A person’s voice can
be heard through written text, music, art forms, and verbalization. We must not discount
the underlying voice that is present in any form, as everything formed from human
experience has a story to tell. The purpose of this study is to understand and describe the
experience of adults living with CF from phenomenological lens.
The current CF literature focuses heavily on quantitative studies, which is helpful
for developing treatments and procedures that can extend life for those with CF.
However, simply prolonging life does not mean that perceived QOL is improving. It is
entirely possible that new treatments may increase treatment burden to the point where it
negatively affects QOL. Therefore, it is critical that we hear the voices of those living
with CF to further enrich the direction of future CF research on improving both quality
and quantity of life. This chapter provides an overview of the research design of
Heideggerian hermeneutic phenomenology, data procedures, and plans for data
interpretation.
Design
Hermeneutic phenomenology, influenced by Heidegger, guided my
understanding of the experiences of those with CF. Heidegger developed hermeneutics as
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a philosophical methodology to uncover what it means to be human beings (Heidegger,
1962). Heidegger claimed that other philosophical approaches neglected the true meaning
of being by being too “reductionistic and objectifying” (Plager, 1994, p. 65). Because of
this, Heidegger suggested that we have lost the ability to recognize we are experiencing
the world, but rather exist within its familiarity (Heidegger, 1962). For example, as we
move through a typical day, we do not notice ordinary things going on around us. As we
drive to work, we may miss a beautiful sunrise because we are surrounded by familiar
things, setting us up to “coast” through the world.
Existing within our familiarity forces us to miss out on experiencing the world. It
is important to break free from familiarity and consciously experience the world. The
nature of quantitative research is to exist within the familiarity of numbers and statistics
to explain worldly phenomenon. Moreover, most CF research conducted currently
removes participants from their individual context in an attempt to characterize them as a
data set, a number, or a statistic. But by doing this, the context of personal experience is
removed from consideration. The human experience is invaluable to understanding
individuals in a variety of health care scenarios. Quantitative measures are important, but
human experience should not be considered inferior to quantitative measures. If we fail to
see the human being behind the numbers, we fail to acknowledge the importance of the
individual’s human experience. This is especially true for CF patients. Therefore, this
study is seeking to understand the experience of adults living with CF.
Participants
The target population included 7 to 10 adult participants with CF. For
phenomenology studies, the recommendation is a sample of between 3 and 10
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participants (Creswell, 2013; Dukes, 1984). Many studies focus on children with CF or
have studies that combine children or adults into the same study. Because the CF
population continues to age, I focused on adults with CF. To be included in the study,
participants needed to be over 18 years old at the time of the study and have a diagnosis
of CF. Participants were not allowed to participate if they did not meet the above
requirements. Participant age at diagnosis of CF and specific genetic mutation(s) were
not part of the inclusion or exclusion criteria.
I had the opportunity to interview a total of nine participants for the study. I
collected basic demographic information from each participant. The sample
demographics can be found in Table 2 and specific participant information can be found
in Table 3.
________________________________________________________________________
Table 2. Sample demographics.
Characteristic
Total
(N=9) (%)
Gender
Female, n (%)
Male, n (%)
Age (in years), M (SD, in years)
20-29
30-39
40-49
50-59
60-69
Age at Diagnosis (in years), M (SD, in years)
0 to 6 months
6 months to 2 years
3 to 5 years
5 to 10 years
11 to 20 years

6 (66.7%)
3 (33.3%)
35.22 (13.17)
4 (44.5%)
2 (22.2%)
2 (22.2%)
0 (0%)
1 (11.1%)
4.7 (6.65)
4 (44.5%)
1 (11.1%)
1 (11.1%)
2 (22.2%)
1 (11.1%)

23
Employment
Full Time
Part Time
Part Time/Disabled
Disabled
Retired
Insurance
Private
Medicare
Medicaid
Medicare & Medicaid
Medicare & Part D Supplement

Table 3. Participant information.
Pseudonym
Current Age
Tessa
Stella
Violet
Grace
Carlos
Rachael
Kamron
Zach
Sophia

44
38
36
29
21
43
20
61
25

3 (33.3%)
1 (11.1%)
3 (33.3%)
1 (11.1%)
1 (11.1%)
3 (33.3%)
1 (11.1%)
2 (22.2%)
2 (22.2%)
1 (11.1%)

Age at Diagnosis (years)
20
8
1.5
2.5
4 months
6 months
2 months
6 months
9

Study Setting
The participants for the study were recruited using the social media platforms
Facebook© and Instagram©. Facebook© acquired Instagram© in 2012 (Rusli, 2012)
which allowed me to advertise seamlessly between the two platforms. Because of the
relatively small number of persons with CF living in the US, participants were recruited
from across the US.
Recruitment Procedures
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I recruited participants using purposive and snowball sampling techniques
(Creswell, 2013; Palinkas et al., 2015) combined with using a Facebook©/Instagram©
advertising campaign. Facebook©/Instagram© requires the use of a business page to
develop and promote advertisements. Therefore, I developed a business page entitled
“Cystic Fibrosis Research Study.” The business page contained a professional portrait of
me as the profile picture. The page indicated that I am a PhD student with SDSU.
Information about the study was provided on this page including participation
requirements, a description of the interview process, information about time, place of
interview, the potential for compensation, privacy, risks versus benefits, and Institutional
Review Board (IRB) information for SDSU.
Creating the advertisement with Facebook© comes with flexibility to target a
specific audience. My target audience were persons ages 18-65+ across the entire US. It
is not possible to target an advertisement to people with a medical diagnosis. However, I
set the advertisement to target people who have an interest in the CFF or CF awareness.
With these criteria, Facebook© estimated the potential audience size to be 160,000
people. This number only includes who may possibly see the advertisement. While
creating the advertisement, I needed to select a daily budget; I chose $11 per day as a
maximum initially. With that budget, Facebook© estimated the advertisement would
reach 588-2,100 people per day and estimated that 76-474 people will engage with the
advertisement. A person “engages” with the post if they click on the advertisement.
Facebook© provides these numbers based on other advertisements of a similar budget,
similar target audience, and advertisement placement. The numbers provided by
Facebook© are only estimates and do not guarantee results. How and where the
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advertisement appeared for the target population was determined by Facebook© using the
criteria I described above.
The advertisement I created (Appendix A) included the name of the business
page, a brief description of the study, information about the chance for compensation
through a drawing, and a “Learn More” button that if clicked, brought participants to an
electronic recruitment flyer (Appendix B). The electronic recruitment flyer was flagged
with hotspots that indicated to “Click Here” to initiate sending a Facebook© message.
The hotspots were hyperlinked to the business page Facebook Messenger© account. If
the hotspot was clicked, the person was brought to Facebook Messenger© which
prompted the potential participant to send a message to obtain more information or to
enroll in the study. If a person left a comment on the advertisement posting that they were
interested in participating but did not send a Facebook Messenger© message, I sent that
person a Facebook© message from the business page to initiate contact. Once contact
was made and eligibility for the study was established, I proceeded to schedule a time for
an interview. My intent was to complete the interview as soon as possible after initial
contact to avoid any withdrawals or interview no-shows.
I published the advertisement the afternoon of May 17th, 2019 after receiving IRB
approval from SDSU. Approximately 12 hours after the advertisement was posted, I
received a notification from Facebook© that the image selected for the advertisement had
too much text and would stop running immediately. I downsized the text for the
advertisement and re-published it without difficulty. The revised advertisement can be
found in Appendix C.
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The updated advertisement was published from May 18th, 2019 through May 27,
2019 at which time the advertisement was unpublished. During these nine days, 8,718
unique Facebook©/Instagram© users viewed the advertisement and 961 unique users
interacted with the post, meaning they clicked, liked, commented, shared, or sent a
message through the advertisement. The advertisement was shared by 139 people,
received 265 likes on Facebook©, and 61 likes on Instagram©. Thirty-seven persons
commented on the advertisement, 5 persons sent direct messages to me using the
advertisement to enroll.
I had a total of 26 interested participants for the study that had Facebook ©
message conversations started. From these 26 interested people, I was able to interview
nine people who met the inclusion criteria. The other 17 people I was in contact with did
not respond after receiving the study information to schedule an interview time. I
followed up with each person twice, 24 hours apart, to see if they had further questions
about the study or if they were interested in participating. The second follow-up message
indicated that I would not contact them again to participate unless they initiated contact
with me again. When I did not hear back after the two follow-up attempts, I ceased
communication with those persons.
For the nine persons who agreed to participate, I scheduled interview times that
were convenient for the participant. Once the interview was scheduled, I provided the
informed consent (Appendix D) and the interview questions to the participant, allowing
the participant time to reflect on the questions before the interview (participants in the
pilot study felt this would be beneficial). The data gathering procedures were followed as
outlined under the “Study Procedure” section. After the interview was complete, I asked
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the participant to inform anyone they knew who would be eligible to contact me using the
Facebook© business page to indicate their willingness to participate, a process known as
snowball sampling (Creswell, 2013; Emerson, 2015). Participants were also informed
that they would be contacted at a later date if they were selected to receive one of the
Amazon gift cards, but that this notification would not come until recruitment was
completed. I did tell each participant that recruitment may take several months to
complete.
Study Procedure
Each participant took part in a single, one-on-one semi-structured interview. The
interview was completed using the secure video conferencing platform Zoom which
offers end-to-end video encryption to protect privacy (Zoom Video Communications,
n.d.). Prior to each interview, the informed consent was sent to the participant
electronically to read completely. The participant did not need to sign the informed
consent because the study does not pose more than minimal risk. Therefore, completing
the interview signifies the participants’ consent for the study. At the start of each
interview, I read the informed consent aloud to the participant. I answered all questions
that the participants had before verbally confirming the participant’s consent to move
forward with the study.
At the start of each interview, I collected demographic information from the
participants. I asked the participants to select a pseudonym, provide their preferred
telephone number and email address, gender, current age, age at time of diagnosis,
marital status, employment status, insurance coverage, and a description of their
treatment routine. The Demographics Form can be found in Appendix E. Because the
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interviews were not in person, the form was not physically completed. Rather, I asked the
participants the questions found on the demographics form and entered their responses
directly into the secure Excel spreadsheet which is saved in the same secure folder as the
finished transcripts. Therefore, there was no physical sheet that needed to be destroyed to
protect confidentiality.
Eight open-ended questions were asked during the interview. Each interview
started with the same lead-in question (Table 4).
________________________________________________________________________
Table 4. Semi-structured interview questions.
1. Tell me what your biggest challenges are in dealing with (or managing) CF? (lead-in)
2. Tell me about something you needed to give up because of CF?
3. Tell me how you live beyond CF?
4. Tell me what it is like to get older with CF?
5. Tell me about your support system?
a. Has your support system changed over time (as a child to adult)?
6. Tell me how you remain positive as you get older?
7. What advice, if any, would you give to someone else living with CF?
8. Is there anything else you want to add about your experience with CF?
To the best of my ability, I attempted to refrain from the use of inappropriate questioning
techniques, like directed questioning. Directed questioning can lead to the participant
providing an answer that the researcher is hoping to hear (Munhall, 2012). Rather, openended questions like, “tell me more about that…,” and “tell me how … made you feel?”
were asked if I needed clarification or further explanation of something that was
previously discussed. These types of questions allowed the participants to develop their
own response rather than provide a coerced answer.
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Silence is also inevitable in phenomenological research. Although it was difficult
to be comfortable in the silence, it is vital to embrace the silence, as personal experiences
transform during silent reflection (Minton, Isaacson, Varilek, Stadick, & O'Connell‐
Persaud, 2017). By allowing this time for reflection and introspection, the participant
may have been able to better express what they are truly experiencing. Silence is
invariably uncomfortable, especially when the “right” words seem out of reach. I
remained aware of these silences and was cautious to not interrupt the silence too soon in
hopes that the participant would offer more information.
All interviews were audio and video recorded using two devices to ensure
accurate data capture in the event of technical difficulties or failure. I used Zoom to
record the interviews using audio and video. As a secondary source of audio recording, I
used the recording software SoniClear on my personal tablet (SoniClear, n.d.). The
interviews were video recorded because Zoom offers video/audio and audio only
recording which is done simultaneously. Two of the nine participants were not able to use
video for the interview, so only audio recordings were reviewed to transcribe the
interviews. All audio and video recordings were kept in password protected, encrypted
files during the transcription process.
In order to prevent distractions during the interview, I took limited field notes.
Field notes are valuable as they provide added context to the transcribed data about the
environment, interviewers thoughts, or anything that cannot be portrayed in the
transcribed text of the interview (Phillippi & Lauderdale, 2018). The field notes that I
took primarily consisted of questions that I wanted to follow-up on. To preserve any
thoughts about the interview, I dictated field notes immediately after each interview. I
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then transcribed the dictated field notes verbatim onto each participants’ transcript so it
was easily accessible. The field notes consisted of reflective information such as
observations of participant demeanor during the interview (i.e. excessive hand wringing,
lack of eye contact, constant readjustment of position, or any other non-verbal
communication). I also described the physical environment that I was in to provide
reflective context.
Time requirement. The amount of time required to complete the interview
ranged from 25 to 70 minutes. This varied widely based on how forthcoming participants
were with information during the interview.
Compensation. Participants that completed the interview were entered into a
drawing for one of four $100 Amazon gift cards. After all interviews were completed, a
random selection formula was entered into Excel to randomly select the four recipients of
the gift card. Participants were notified through Facebook© messenger that they were
selected for the gift card. All participants responded promptly to this information and all
acknowledged receipt of the gift card. There were no costs to the participant for
completing this study.
Benefits and risks to participants. Participants did not benefit directly from
completing the study. Participation involved minimal risk to the participant. However,
because the interview was seeking information from people with a life-limiting chronic
disease, some questions caused a few participants to cry. When the few participants
began to cry, I remained quiet and allowed them ample time to move forward with their
story. Additionally, there were a couple participants who coughed frequently during the
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interview; this is likely due to the nature of CF. No participant needed to stop the
interview for intervention for shortness of breath from coughing.
Confidentiality. I made every effort to ensure the confidentiality of the
participants’ personal information. I used audio and video to record the interviews. The
audio and video recordings were stored in a password protected, encrypted file on my
computer. Zoom automatically transcribes recordings, so I used the saved audio
recordings to verify the accuracy of the transcription. After I completed verifying the
accuracy of the transcripts, I destroyed the audio and video recordings. The finalized
transcripts are saved in a password protected, encrypted file on my computer where they
will remain for three years per SDSU College of Nursing, Office of Nursing Research
policy.
After I finished collecting data, the four winners of the Amazon gift cards were
selected in the manner described above. After each gift card recipient acknowledged
receipt of the gift card, I deleted all participants’ phone numbers and email addresses
permanently from the Excel spreadsheet so no identifying information was retained. Only
I will know which pseudonym matches each participant, but this information will not be
disclosed. To further protect confidentiality, I created new and unique pseudonyms for
each participant for the final preparation of this dissertation.
Human subjects approval. Approval for this study obtained through the South
Dakota State University (SDSU), approval number IRB-1905006-EXM. I obtained
informed consent prior to each interview to ensure each participant understood their
rights as a voluntary participant.
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Interpretation
Hermeneutic phenomenology guided my interpretation of the data. As I began my
interpretations, it was important for me to recognize that I am not able to remove myself
from my own experience. Descriptive phenomenologists such as Husserl propose using
the method of epoché, or bracketing (Beyer, 2016). Bracketing is a system of becoming
aware of your own assumptions about the world. By becoming aware of our own
assumptions, it is proposed that we can view experiences without influence from our
identified assumptions. However, I argue that fully removing myself from my
assumptions of the world is not possible. Rather, in interpretive phenomenology, I need
to be aware of my assumptions and will interpret the narratives based on my worldview. I
believe that every life experience that I have had influences how I see and interpret the
world in which I live. I cannot remove myself from those experiences, whether I bracket
my assumptions or not. Although I cannot remove myself from my experiences, I made
every effort to represent the data fairly using the process described.
Forestructure
When using interpretation as a method of investigation, I need to understand my
own forestructure. According to Heidegger (1962), the forestructure includes fore-having,
fore-sight, and fore-conception.
Fore-having. Fore-having is something I bring to each situation; it is my
background knowledge of my being-in-the-world that makes interpretation possible.
Through thorough literature searches pertaining to the CF population, I have gained a
stronger understanding of the barriers they face, specifically treatment burden. I did have
limited direct experience with this population through the pilot study as well. As each
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interview progressed, I gained more exposure to those living with CF. Each additional
interview increased my knowledge about the CF community. As I moved into each
subsequent interview, my depth of knowledge was growing. Because of this, I am not
able to remove my previous experience from the way I see the world. As I analyzed the
data, I was cognizant of my fore-having to ensure I interpreted the data fairly.
Fore-sight. I have a unique point of view from which to make interpretations,
which is called fore-sight. Since I am a registered nurse, I can understand what it means
to have CF on a superficial level, but I will never be able to experience CF first-hand. I
used the experiences of those with CF to develop interpretations of what it means to live
with CF.
Fore-conception. Also because of my background, I may have expectations of
what I might see in an interpretation, which is called fore-conception. With my literature
reviews, seeing the rates of anxiety and depression make me believe that components of
this may be present in the narratives. However, it was vital for me to not search for what I
think should be there, but to interpret what the participants were telling me.
To address the forestructure, I have presented my preconceptions, biases, and past
experiences with the CF population to improve credibility. The forestructure could be
seen as a limitation to a thorough and credible interpretation. However, we are always
being influenced by world in which we live, which presupposes our understanding of the
world (Plager, 1994). Therefore, I have made my forestructure known to enhance the
credibility of my interpretation. Since my forestructure is under constant influence from
the world I experience, shifts in my forestructure are possible.
Dwelling

34
I read each narrative several times prior to making any notations. This allowed for
adequate time to dwell with the data. Dwelling is an important aspect of the
phenomenological process that “progressively deepens understanding as meaning comes
to light,” (Finlay, 2012, p. 186). By properly dwelling with the data, I am able to prevent
potential manipulation of the data for a predetermined use or through the influence of my
Dasein (Heidegger, 1962). If I would have made notations too soon, the interpretation
could take on my viewpoint rather than the experience of the participant. When the data
is only experienced at a superficial level, the result is likely to be a content analysis
which is overly generalized. Without intentional dwelling, I would have missed the
opportunity to engage with the phenomenon in depth.
Each transcript was read individually and re-read several times until I became
comfortable with the transcripts and general themes began to emerge. As I continued to
dwell with the data, while keeping my forestructure in mind, I began to identify paradigm
cases, or a strong instance of a way of being-in-the-world (Benner, 1994). These
paradigm cases are a way of starting a dialogue with the transcript itself to find a deeper
meaning.
Data Organization
I organized the data by keeping original, un-notated transcripts in electronic
format. I made notations on the transcripts for themes or paradigm cases. Occasionally,
my initial feeling of a particular quote was a “false start,” or a misunderstanding.
However, every misunderstanding helped inform the interpretation by enhancing
understanding of the phenomenon (Benner, 1994, p. 101). Each time I revisited a
transcript I used a transcript that had no markings to prevent my previous thoughts from
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influencing my interpretation. By doing this, I was able to allow the narrative experience
to speak for itself. This process is important as my thoughts at that time of my being-inthe-world may have affected the way I interpreted the narrative. Because of this back and
forth between my own worldview and interpretations, interpretation of a singular
experience is never truly finished (Benner, 1994). I am not able to perfectly understand
the experiences of the participants because they are never stagnant; they are ever
evolving.
Hermeneutic Circle
Hermeneutic interpretation is a circular process that shifts from understanding to
misunderstanding of the narratives. As I moved from understanding to misunderstanding,
I refocused on the participant’s words and discussed my thoughts with the Hermeneutic
Circle. The Hermeneutic Circle is an iterative process that provides a deeper
understanding of the narratives and further enhances the interpretation (Diekelmann &
Ironside, 1998).
Quality Criteria
I evaluated rigor and trustworthiness using Lincoln and Guba’s trustworthiness
criteria. The four criteria include: credibility, transferability, dependability, and
confirmability (Lincoln & Guba, 1985).
Credibility. I established credibility by making my assumptions and knowledge
of the CF population known. This was further validated through the process of
reflexivity, or reflecting on my assumptions (Roberts, Priest, & Traynor, 2006) and
making my forestructure known (Plager, 1994). Additionally, I established trust and
rapport with the participants.
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Transferability. Transferability is possible if the provided description is able to
be applied to another situation (Lincoln & Guba, 1985).I provided a rich description of
the research setting and participants, therefore allowing a similar study to be conducted.
Dependability. Transcribed field notes offer evidence of dependability (Roberts
et al., 2006). Additionally, providing direct quotes from participants reinforced the
findings and increases dependability.
Confirmability. To ensure confirmability of the results, I shared my findings and
original transcripts with my dissertation advisor and a PhD prepared nurse, both are
trained in hermeneutic phenomenology (Lincoln & Guba, 1985). Feedback from the
Hermeneutic Circle included suggestions for changes and additions for my
interpretations. The suggestions provided by the Hermeneutic Circle further enhanced the
findings of this study.
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CHAPTER FOUR
Findings
“The hermeneutic methodology fills gaps in understanding
that are often left by empirical science research approaches
when these are used in nursing.” – Karen Plager (1994, p. 66)
On my path towards a more meaningful understanding of the experience of living
with CF from the adult perspective, I frequently reflected on the above quote. Plager
(1994) asserts that quantitative research removes participants from their experiential
context and tries to define them by objective properties. She writes, “The meaning of the
person’s or family’s life world, their lived experience, their situatedness, their concerns,
and what matters to them are left out of the picture” (Plager, 1994, p. 67).
Phenomenology, the lived experience, helps me to grasp what matters most to the
participants. This approach provides necessary context to the experience of adults living
with CF and serves to fill a crucial gap in understanding aging with CF. The following
chapter will illustrate the wealth of information learned from the experiences of these
participants living with CF.
The Hermeneutic Circle
“What is it that phenomenology is to ‘let us see?’...It is something that
proximally and for the most part does not show itself at all:
It is something that lies hidden.” – Martin Heidegger (1962, p. 59)
These profound words from Heidegger resonated with me as I began my initial
review of the narratives. To uncover the true meaning of a phenomenon, I must not only
seek what is revealed to me in language, but also consider the hidden language in the
silence of the narrative. The act of phenomenology reveals the hidden structures or
conditions that allow a phenomenon to manifest or reveal itself as itself. These hidden
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structures provide context for our being-in-the-world. We are not necessarily aware of
our context that defines our being-in-the-world; our context shapes how we experience
our world. It is because of the differences in the way we define being-in-the-world that
the value of the Hermeneutic Circle is crucial in the interpretation process.
I shared the de-identified transcripts with members of the Hermeneutic Circle.
The Hermeneutic Circle included me and two doctorally prepared nursing faculty trained
in hermeneutic phenomenology. Prior to meeting with the full Hermeneutic Circle, I
discussed my initial thoughts with my dissertation advisor to help me consider the
narrative data from another viewpoint.
When the full Hermeneutic Circle came together, we shared our thoughts of what
emerged from our initial readings of the data. Interestingly, the new member’s initial
impressions were in alignment with our thoughts, although there were a couple key
differences. Those differences provided an opportunity to further discuss the narratives to
flesh out the true heart of the phenomenon. This conversation was instrumental in
strengthening my interpretation of the phenomenon at hand.
A large portion of our Hermeneutic Circle discussion hinged around just five
words from one of the participants. When discussing his lung function and potential death
from CF, Kamron said, “I guess you could say I dance with my devils.” The phrase “I
dance with my devils” stood out in a profound way. However, it was not until the
Hermeneutic Circle discussions that the phrase began to emerge as an important
descriptor of the experience of living with CF among the participants.
Final Interpretations
“Dance is the timeless interpretation of life.”
-Shah Asad Rizvi (n.d.)
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Janesick (2001) urges qualitative researchers to use intuition and creativity during
the analytic process. To incorporate creativity into thematic development, I thought of
ways to capture the entirety of the experience of CF. I did not need to look further than
Kamron’s narrative. During initial writings of these final interpretations, I thought of the
barriers each participant described as a “devil,” connecting back to Kamron’s statement
during his interview. However, through the iterative process, it is clear from the
narratives that not all of these barriers carry the negative connotation that are deserving of
the title of being a “devil.”
I expanded my focus to Kamron’s phrase “I dance with my devils” again to see if
there was something new to learn from the phrase. I narrowed in on the word “dance”
and it became clear. The entirety of the experience of living with CF can be thought of as
a dance: The Dance of CF. CF is omnipresent, serving as a source of both derision and
solace in The Dance of CF. The person with CF is at the heart of the dance. The dance
partner may not be one person; this partner(s) is whoever the participant defines as their
support system. Throughout The Dance of CF, the person with CF navigates through life
and encounters barriers along the way. The support system is there to provide guidance
through The Dance of CF. Occasionally, the dance partner takes over as the lead dancer
to assist the person with CF through the identified barriers. This allows those with CF to
continue moving through The Dance of CF.
The overarching theme is The Dance of CF. Themes identified include (a) The
Paradox of Control, (b) Living Deaths, (c) Dancing with Death, (d) Relearning to Dance,
(e) Role of the Dance Partner, and (f) Following the Beat of Bureaucracy. Although the
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themes are discussed in a linear manner, they are all equally important and could be
presented in any order.
To better visualize The Dance of CF, refer to Figure 1. I chose to design the
model as a circle for two reasons. First, when I envision a dance, I think of movement
between the two dance partners, which may be circular. Second, the themes are nonlinear to represent the participant’s varied experience of living with CF. Therefore, a
story could begin with a discussion of the Paradox of Control, then jump to Dancing with
Death, then to the Role of the Dance Partner. In addition to the six identified themes,
each theme has an associated image that enhances the description of the theme. I will
describe these images when I introduce each theme.
Figure 1. The Dance of CF Visual Aid.
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Note. All images have been obtained using proper acquisition through either Dreamstime.com or
Alamy.com. Proof of licensure for the images can be found in Appendix F and Appendix G. Citations for
the images for the associated themes are as follows:
The Paradox of Control: Svetnickova (n.d.)
Living Deaths: Pixattitude (n.d.)
Dancing with Death: Sportpoint (n.d.)
Relearning to Dance: Lopolo (n.d.)
Role of the Dance Partner: Mandrikova (n.d.)
Following the Beat of Bureaucracy: Nicolson (n.d.)

Describing the identified themes through the use of metaphors is an accepted
practice for qualitative researchers (Carpenter, 2008; Janesick, 2001). Creating and
organizing metaphorical themes (the six themes identified in Figure 1) under an
overarching metaphor (The Dance of CF) creates cohesion between the different themes
(Carpenter, 2008). Additionally, Miles and Huberman (1994) suggested that using
metaphors provides researchers an opportunity to sort large amounts of data into
meaningful conceptual groups.
The Paradox of Control

Svetnickova (n.d.)

In the narratives, it is unclear who leads in The Dance of CF. Is it the person with
CF, or is CF the lead? The image selected for this theme shows a man and a woman in a
pose that suggests that both the woman and man are trying to lead as if saying to each
other, “come this way.” If two people are dancing and both are trying to lead the dance,
there are bound to be missteps. The participants shared experiences about this conflict
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with CF and how this conflict for control proved to be deleterious to their health. The
struggle for the lead position is a struggle for control over one’s own life. Typically, the
struggle is against the very treatments that are necessary to keep those with CF in stable
health.
Participants also shared about the conflict between their other dance partner, their
support system. Often, the support system consisted of the person’s parents. Participants
did not describe any outright struggle to evade parental guidance, but consciously chose
to take the lead in their dance with CF. However, the support system was never absent
from the dance, but closely monitoring the dance from the periphery. When the time was
right, the support system was there to guide the participants back to a cooperative pas de
deux2 to continue on a dance that was less destructive to their health.
Sophia: Paradox of Control
Sophia tells of her attempt of taking the lead,
I guess I don’t remember…I don’t think it hit me for a while, like when I was in
like high school. I definitely…lashed out and partied. And I think I was trying to
control my life because I couldn’t control that part of it [her CF]... I just loved
being with my friends, and like I smoked pot, I smoked cigarettes, I was drinking.
God, I remember one summer I didn’t go over like two days without getting
drunk. Just a mess. I was just definitely lashing out I think and trying to work
something out. The biggest thing I regret though is definitely the smoking because
I know that’s impacting me now. It was just dumb.
Sophia’s tension with her diagnosis continued into college. She shares,
I actually worked this thing out with the school, so I had my own room and it had
a connecting bathroom…I’m not the kind of person to tell people because I don’t
want pity or want anyone to treat me different or look at me different. I actually

2

Pas de deux: French term literally meaning “step for two.” Defined by Merriam Webster as “an intricate
relationship or activity involving two parties or things,” (Pas de deux [Def. 2], n.d.).
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only lived away from home for one semester because I drank too much and didn’t
do my vest and I got really sick and had to come home [to my parents].
During our conversation, Sophia sounded verbally perplexed that she acted in a way that
was harmful to her health.
Stella: Paradox of Control
Stella was forthcoming about her struggle to take the lead. She still questions if
this impacted her current state of health.
I’ve been diagnosed since nine. I was always sick back then…If you go to my
doctors, you ask them and they will say I’m probably their worst patient! They’ll
tell us to do one thing, and [I say], “you can tell me that, but I’m not going to do
it,”… So I think bucking the system a little bit and not doing what they’re telling
me to do, and I’d go in and say, “Yeah I do it three times a day.” I never do my
vest all the time and I didn’t, come to find out they probably figured [out that I]
was lying. But you know, I don’t know if now that would have saved me or would
have helped me? I don’t know. So I wish that is one thing that would have
changed (pause)…That if I could go back and change, it would be that.
Rachael: Paradox of Control
In contrast to Sophia and Stella, CF has always accompanied Rachael. She tells
her experience in taking the lead,
…As a teenager, I was, I was wild. My friends were like, “You know, you’re
going to die. Let’s just do it good.” So I tried to do it good. Like, I was drinking. I
wouldn’t do treatments. I was smoking weed. I was just like, “I’m going to die
anyway. Who knows, might as well do it well.” And after I ended up in the
hospital, my mom was like, “Are we done? Let’s get back on track.” And I was
able to get back on track and get where I’m at now, but it was tough… I just kind
of gave up and wanted to do my own thing, I was around 15… I did everything to
sabotage myself. I don’t know how far into this you want to get, but (pause) I
mean…this is, this is tough (4 second pause). I had an affair with a married man
at 15 years old, my parents didn’t even know about it…I did everything I could
and I lived a wild, I’m talking a wild life. If I told you some of the shit I got
myself into, like you don’t even know…I did my teenage thing, you know?
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Rachael became especially emotional while discussing this part of her life and
began to cry. The declination in her health brought her back to a more grounded position
with her CF, as she realized the necessity of adhering to her treatments.
Grace: Paradox of Control
Grace admitted that she also experienced a phase in which her health suffered as a
result of her trying to take the lead.
Yeah, it was always there. I mean, I went through that rebellious stage where I
was like, I’m not doing my treatments, like I’d run from my parents having to pin
me down. You know I didn’t have the vest until I was like 12 years old or
something like that…I honestly thought I was the only person with CF because I
never knew anybody else…so it was a part of me and it just came with who I
was…I was probably like 13. I went through, I probably didn’t do my meds for
like a year straight and I ended up, I got really sick. I ended up having a
lobectomy. When I was four years old, I had pneumonia for two and a half years.
So at four, I had my upper right lung removed and then after this big rebellious
stage, I had my middle right lobe removed. Um, and that kind of like woke me up
and I was like, “Oh God, I guess this is important. I need to do this stuff.” And
after my lobectomy, I never miss[ed] another day of treatments…It was a wakeup call.
Summary. Ultimately, periods of taking control of the dance from CF and
neglecting to complete treatments poses the risk of negatively impacting overall health. It
is clear that the initial feeling of dancing freely is liberating. As the manifestations of the
disease begin to worsen, the experience of the illness is heightened, and the dance begins
to fade. This is the paradox of control.
Moreover, for these participants, attempting to take the lead of their dance with
CF actually caused them to lose control of their dance. Stella’s comments truly capture
the essence of the paradox of control:
I used to not be so diligent with my treatments, because at that time, I didn’t need
it, my lungs were healthy, I was good. Looking back, now in the position I’m in,
I’m like, “What if I would have been good?”
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Living Deaths

Pixattitude (n.d.)

A living death is a loss of something that is vital to defining our Dasein. A living
death shatters our sense of who we are and makes us question what it means to be-in-theworld. Representing the feeling of loss, the selected image is of a woman comforting a
man. To me, the image is of two dancers where the man has either tripped or taken a
misstep that is devastating to the intended dance.
To more fully understand the concept of a living death, one must understand the
term ontological flexibility. Heidegger refers to the term ontological flexibility as
“resoluteness,” or entschlossenheit (Heidegger, 1962). Typically, we think of strength in
adversity when we hear the term resolute (Resolute, n.d.). However, Heidegger is using
the term to convey a literal sense of being unlocked or open.
What, then, does the certainty which belongs to such resoluteness signify? Such
certainty must maintain itself in what is disclosed by the resolution. But this
means that it simply cannot become rigid as regards the situation, but must
understand that the resolution, in accordance with its own meaning as a
disclosure, must be held open and free for the current factical possibility.
– Heidegger (1962, p. 355)
Being unlocked and open allows us to be ontologically flexible, meaning that our Dasein,
or being-in-the-world, can be molded and take on a new form. Within ontological
flexibility lies the concept of a living death. The more ontologically flexible we are, the
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less troublesome the living deaths are when they occur because we can remold our
Dasein to find new meaning in the world.
Ontological flexibility is not something that is often practiced because it is
painful. It causes pain to face a potential break in how we define our Dasein. The less
ontologically flexible one is, the more painful an experience of a living death will be.
This is especially true for the participants as they face repeated living deaths throughout
their lives, fracturing their sense of self and causing ontological crises.
The participants shared many instances that represent a living death. These living
deaths, as told by the participants, are represented in the following subthemes: (a) the
Death of a Job, (b) the Death of a Relationship, (c) the Death of Lung Function, and (d)
the Death of Independence.
Death of a job. Many participants described having to give up part of their
working life because of CF. These participants defined themselves through their work,
which was part of their Dasein. Now that piece of their being-in-the-world is gone.
Violet: Death of a job. Violet painfully describes her experience of having to
leave her job because of her health.
I had to give up my career and it was, you know, many years ago, I had to quit
working, but it's really been [a] difficult transition. (4 second pause). I was a
police officer. And I worked for 12 years with the sheriff's office in [US state].
(Coughs) And I got really sick with a bacterial infection and it came to a point
where I was, I was on IVs for 18 months straight. And you know my fitness for
duty was being questioned and, you know, I wasn't able to go out of the office.
And then I had to leave constantly for appointments and I would get sick and they
basically were like, “you know, you need to make a decision because you have to
be at full capacity if you're going to be working with us.” And I just knew at that
point, it wasn't going to be something that I could continue to do. So, I decided to
resign...it's a huge emotional thing, um, you know, I worked so hard to get there.
And everybody told me I couldn't do it. Like, there's no way a person with CF can
be a cop and I did it. So having to sever ties with my career was, it really put me
in a severe depression, and I was really sick on top of that, so I really kind of spun
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out of control emotionally for quite some time, and even now, to this day, like I
still, it really bothers me because I, I wonder where I would be right now in my
career had I not had to quit couple years ago.
Being a police officer was an integral part of her Dasein, and she lost that defining piece
of her being-in-the-world. Her emotional pain that came with the death of her job
continues to this day.
Kamron: Death of a job. Kamron was not forthcoming with many details.
However, he too had to give up a job that he enjoyed because of his CF.
…I used to be a correctional officer, but the condition and sanitary situation of the
unit I worked at hospitalized me more than once. The last work-related
hospitalization, they told me I had pseudomonas, staphylococcus, and rhinovirus,
something like that, and it was the worst condition I’ve been in, in years. I
couldn’t complete a full sentence without coughing and getting lightheaded. [It
was] almost my deathbed, really…
Sophia: Death of a job. Sophia expressed disappointment of her inability to work
and use her bachelor’s degree.
…I love working and I have my degree in Business Management with emphasis
in HR that I know I'm literally never going to use…and I just went from working
60 hours a week, you know, full time student to working like 10 [hours], and that
just was a big adjustment, because I'm someone who loves to work and loves
being busy…I mean it wasn't that bad because when that first started, um, when I
like completely basically stopped working. I was really, really sick. And this is in
2015 or believe or 2016, and I almost died. So, like I was not feeling well enough
at all to even think about work so was, you know, that was the least of my
concerns then.
Carlos: Death of a job. Carlos’s story differs from the others. While not
discussing the death of a job, he tells of his inability to finish high school. For Carlos, this
is the death of an educational opportunity that could lead to future work. Carlos’s passion
was palpable.
I had to give up school, I didn’t even get to graduate because, because of my
cystic fibrosis. Um, right now I’m trying to get my GED, I’m only one test
away…but I didn’t get to graduate high school, man…I was always getting
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hospitalized from two weeks and then I would get out one week, and then get
hospitalized for a month. So, like it was just, it was just really nerve-wracking for
me and the teachers that I had here, man, they just weren’t, they just weren’t like,
they wouldn’t understand. They would send me packets and packets of work and
expect me to have it done by the end of the week. I mean, and I wasn’t feeling
good. I could barely breathe. You know, so I just, I made the decision when I
turned 18 and I told my mom, “You know what mom, I have to, I have to just
focus on my life. I really think that I should get to live now and focus on my
health that we actually consider school later on if I want to. Because there’s
always going to be school, but I only have one life.” You know, so, so I just chose
to just, you know, take that path. And I sat down and talked with my mom and she
agreed with me, you know, she agreed with me and I just went ahead and left
school, you know, my senior year. That’s how it was.
Death of a relationship. Another living death that the participants described was
the death of a relationship. Relationships are integral to how we define ourselves, integral
to our Dasein. When a relationship dies, that relationship is no longer part of the person’s
being-in-the-world. The participants openly shared experiencing the death of a
relationship.
Rachael: Death of a relationship. Rachael describes her experience of getting
married the first time and the loss of that marriage.
I got married, I had a beautiful wedding. I got married and my husband cheated
on me. He told me that I was a waste of time. You know, he thought he was going
to marry me and that I was going to die within a couple of years, and then you
know he’d have that good deed under his belt. Little did he know I was a fighter
like, (pause) I wasn’t going to give up. He didn’t think I could have changed and
surprise, Rachael got pregnant. And he was like, you know, “I don’t really have
time for a kid in my life. What are we going to do with that?” And I was like,
“Well, I don’t know what you’re going to do, but I’m going to raise her.” And
she’s my life and I raised my daughter on my own and you know his biggest, his
biggest excuse was like he had to take care of me. That man didn’t take care of
me a day in my life. He did not.
Tessa: Death of a relationship. Tessa shared her death of a relationship and tells
of the lasting effects the loss has had on her Dasein.
I got married at 23 so in a relationship and dating and then obviously since gotten
divorced, the hardest thing for me like living beyond it, is that I am extremely
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insecure about having, having CF. Just entering into relationships and dating, It’s
hard for me to let people in because in my head like “who will deal with that.”
And that’s, it’s a scary, It’s a scary disease, you know, a lot of people don’t know
a whole lot about [CF]. And it's almost, I don't want to say embarrassing, but it's a
huge and insecurity for me…I don't, I don't know, it's just, it's embarrassing
because that is definitely a weakness, you know, for me, that I have to do that.
And I don't want anybody, especially a loved one or a significant other to feel like
I can't take care of myself or it's kind of a pain in the ass for them. He would
never, never say that or think that, but it's like, I don't want to ever give them the
opportunity to feel that because it's like if he doesn't see it, then it doesn't exist
maybe? And I don't, I don't, I don't want him to feel sorry for me. I don't want the
sympathy. I'm fine. I can handle it. So, it's like if I don't let them see that part of
my life, then maybe for him it just doesn't exist and I’m normal just like
everybody else.
Violet: Death of a relationship. Violet’s discussion about relationships centered
on dating and how dating has changed for her since the death of her relationship.
It's a big topic like on our CF forums that people talk about, you know, dating is a
huge thing. And I just had to, you know, experience after my divorce, um, you
know, going in for younger people to, you know, it's scary to open up your, your
life, especially your medical history to someone. And the fear of rejection, which
I've been rejected many times by people just for having the CF. Um, I think,
That's like a whole other thing like defining you like you have to try to tell other
people, “like there's more about me than CF.” And in the dating world, the dating
scene. It's difficult. You know, it's, you go on Google and you search cystic
fibrosis, and the first thing that pops up is life expectancy and all these
complications and I think dating is one of the things that's really difficult for
people. And it brings up a lot of questions. I mean, there's people who asked all
the time on the forums, you know, “how do you tell your boyfriend or your
girlfriend you have CF?” and just kind of got to tell them. If they're the right
person, [they] will stick around…I was really honest with [my boyfriend] right
away. I was like, “oh, by the way, so I have this disease.” And I told him, you
know, “go ahead and do your research on it, but understand that every case is
different, you know, everybody, they do the extremes on the internet. They tell
you all the worst-case scenarios, but everybody has a little bit of a different story
with CF, it's not all the same. And just get to know me.” And he did. He was like,
okay, he’s like “I'm not scared of CF,” which is just great!
Death of lung function. Breathing is intimately tied to our sense of life. When
our ability to draw breath is deleteriously hampered, the immediacy of our finitude is
thrust into view. This is especially true for persons with CF since lung function can
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decline at a rapid pace. For the CF community, measuring lung function periodically is
important to understand the extent of the disease. A declining forced expiratory volume
in 1 second (FEV13) is associated with increased morbidity and mortality for persons with
CF (Corey & Farewell, 1996; Szczesniak, Heltshe, Stanojevic, & Mayer-Hamblett,
2017). Because of this association, those with CF take this number very seriously and are
well aware of their FEV1. For the participants, any decline in FEV1 is a living death that
is representative of the death of lung function.
Stella: Death of lung function. Stella continues to struggle maintaining her
current level of lung function despite following her treatment regimen. She portrayed her
frustration to me while telling of the continued death of her lung function.
I think probably the biggest [challenge] is having, you’re always feeling defeated.
Like when I go to doctor’s appointments. I just want to go to a doctor’s
appointment and have them say, “My gosh, your lung functions are up,” or “the
bacteria is gone,” or you know, just something, just a small thing or an
appointment with nothing. Like, “Oh, everything looks good, status quo.” So, I
think not feeling defeated all the time is kind of a hard thing. I can only describe
my health as probably the worst luck of anybody you’ll meet…I was diagnosed
with Mycobacterium abscessus4. At the time, I kept having all these
exacerbations…[the doctors said] “We just want to test for Mycobacterium. It is
so rare, you probably don’t have it. We just need to double check it.” Well, sure
enough, I came back positive…it’s very hard to treat. And you know, I was doing
IVs for a year, I was hooked up to my nebs, did all these antibiotics and nope, still
growing. So you think it’s going to be this time, they’re going to be gone, but
nope, it’s still growing…Having those bacteria can just decrease your lung
functions…So this has been going on for a couple years. A couple years ago I was
a 99 [% PFT], I was working out pretty heavy and able to maintain it and then I

3

FEV1 measures how the amount of air that is exhaled during a forced breath over 1 second and is the most
important measurement of lung function (Healthwise Staff, 2018).
4
Mycobacterium abscessus (M. abscessus), also known as Nontuberculous mycobacteria (NTM), is an
infection that affects the lungs, especially in persons who have CF (CFF, n.d.-b). NTM are difficult to treat
as they can survive exposure to many disinfectants and severe environmental conditions (CFF, n.d.-b). The
M. abscessus form of NTM infection is especially difficult to treat because it creates cavitary lesions within
the lungs and are naturally multi-drug resistant organisms (Lee et al., 2015).
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got pneumonia two years ago. And that was a really huge setback…so then PFTs
dropped to about 87%, which I know is still pretty decent, but I haven’t been able
to improve that since.
Sophia: Death of lung function. Sophia briefly described to me the continued
death of her lung function that she has been experiencing since she stopped her
treatments while in college.
Yeah, well since myco [Mycobacterium abscessus] it’s been [the] worst it’s been.
It’s at about like 55 to 60% typically. But I’ve been on almost a two-year
treatment for the myco…So right now I got off them, I think about four months
ago.
Rachael: Death of lung function. Rachael shares her disappointment over the
death of her lung function and questions whether this is her fault or not.
I get a little bit fearful, like “am I doing the right thing?” …You know, I’m 43
years old. But I also, I pushed myself to do things a little more and to keep myself
healthy and, well, no matter what I do, every time I go to my CF clinic, my PFTs
decline a little bit and a little bit more. And I think, “What did I do?” And that’s a
huge one for CF. I know it was for me. “What could I have done differently to not
let my PFTs drop?” “What would I wish I had done differently than not get sick
this time?” And I had a doctor recently tell me, “Rachael. You have CF. Give
yourself a little bit of a break.” Like you can’t, you know. I’m like, then when I
went to the grocery store, I should wash that cart that extra time. Or maybe I
should have worn that mask when I went to Disney with the kids. (coughing)…I
also have to live life. But as I get older, I have to, I have to recognize that I need
to take a little more caution in the things I do.
Death of independence. Experiencing the death of lung function is troublesome
alone. Lung function can diminish to the point that it can lead to the death of
independence. With this loss of independence, participants needed to rely heavily on their
dance partner to guide them.
Rachael: Death of independence. As Rachael’s lung function drops, she
questions her ability to function independently. Rachael described to me what it is like to
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be acutely ill and struggling with the death of her independence while also fearing being
at home.
If I need to be driven for a doctor’s appointment, I can always call my parents or
my sister. My one sister lives in [names city] so if I know that I need to go into
the hospital and they don't have a bed or if I wanted to do home IV, I usually do
them from my sister's house because I have a lot of allergies to different
medications and you just never know what's gonna go on. And that's, I apologize,
but here I am again. That's another one of those fearful things…My husband came
to get me from my sister's last time and the doctor said “I could come home.” [We
started] driving home and [I] started completely getting scared like, “this is so far
away, what if something happens, I want you to take me back to my sisters,” and
he’s like, “Honey, we've done this how many times I'm, I'm capable of helping
you.” And [I’m] like “you don't care for me. You should be at work. You can't
take care of me.” And he's like, “right, but I, I have a friend, you know, a couple
friends that would come over and hang out and watch movies with [you].” And
I'm like, “I don't want my friends to babysit me. I don't want my children to
babysit me.” My daughter, my kids. Everybody was taking a turn ‘hanging out’
with me. Sometimes you feel a little bit like a burden. You have to get over that.
But those are, that's a different lifestyle than say, somebody that doesn't have CF.
That's something that you would never fear, like going home to be [in] my own
bed where [I] want to be. But then getting scared and being scared to death to be
home. [What] if something goes wrong?
Grace: Death of independence. Grace provided an account of her experiencing
the death of independence because of her declining lung function.
So I lived on my own, everything like that. Had an apartment and then had a
house and I started getting really sick. I started getting sick and my boyfriend
travels all the time. So, he was like, “I don't feel comfortable leaving [you] at
home.” Like I stop breathing in the middle of night. I was on 24/7 oxygen, he was
like “You can't live, you can't stay by yourself if I'm not home.” So I was living
with my parents, while he was gone. So we decided to move in with my parents,
um, And we they built on like an en suite, we have our own side of the house and
our own bedroom, bathroom and everything. And that was kind of like at 26 years
old, like losing that independence, like moving back in with your parents, that
kind of thing. And I mean, two and a half years later, we're still here. And we are
on the lake, so it's kind of nice, we don't mind it that much, and he's best friends
with my mom. We talked about moving out again and getting our own house, but
you never know. Like I could be sick, end up sick tomorrow. It can happen in a
flash. You never know. So that's always on my mind. Like, what if we move out
again and buy a house and then, this then, this happens again. So, I think that was
the main thing getting sick and it's still the back of my mind, you kind of lack
independence, you can't be a normal adult…It was a bummer [moving back
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home] because I think the worst part is like people say, “oh where do you live?”
And you're like, “oh, with my parents.” Like that's the most, the worst part. I'm
very close to my family. I guess I've had to be my whole life and dependent on
them, but I think that's the worst part is like your friends are like, “You live with
your parents?” Only you then explain the situation, they say “okay I get it like
that. That's cool.” Other than that, I don't really mind it that much. You know, we
have our own sides [of the] house. When we were living alone, we were here [my
parents] like every other night for dinner. So it wasn't that big of a change, but it
was still that's, that, I mean that awkwardness of being 29 years old and living
with your mom. (Grace chuckles).
Summary. The participants illuminated the experience of living deaths and
shared their perseverance through the challenges associated with living deaths. Living
deaths challenged the participants’ Dasein and the way they define their being-in-theworld. As The Dance of CF continues, the participants were able to demonstrate
ontological flexibility, or the ability to change their outlook, to overcome the pain of
living deaths.
Dancing with Death

Sportpoint (n.d.)

The image selected for this theme is of two ice dancers completing a death spiral.
This maneuver clearly shows the risk of harm to the female dancer as she is spinning on
the ice nearly parallel to the ice. One misstep could be catastrophic. This is representative
of the potential fragility of living with CF. To better understand how the participants
dance with death, we must understand two structures of existence that Heidegger
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describes. The two structures of existence are embodiment and spatiality (Heidegger,
1962, 2001).
Embodiment, in terms of our being-in-the-world, is how we experience our own
body. When we are healthy, we do not notice our bodies. This is our lived-body, or leib
(Heidegger, 2001). The lived-body is not something that we have, but rather, the livedbody mediates the sensory-motor functions and perceptual systems that orientates us to
the exterior world. We do not consciously think about how the body senses the world; it
is invisible. Thus, health is the enigma of the body, as health causes the body to disappear
from conscious perception (Gadamer, 1996). If the body sustains an injury or the body
begins to breakdown because of age or chronic illness such as CF, the body becomes
corporeal to our being-in-the-world. When the body becomes corporeal, we begin to
recognize the limits of our lived-body.
Closely tied to our sense of embodiment is spatiality. Spatiality is something that
we constitute in our everyday movement (Heidegger, 2001). For example, we all define
our personal space. This is called our spatial horizon. Each person’s horizon is different,
and we all move within our own horizon. When we are in our lived-body, our horizon is
open and expansive; we can see ourselves moving in many different ways and in all
directions. We can consciously project in our minds what our next steps are going to be.
However, when we are in our corporeal body, the horizon breaks down and contracts.
The contraction in our spatial horizon is a direct result of the perceived limitations as our
bodies become conspicuous to us. The longer we live in a state of corporeality, the
smaller our spatial horizon becomes; we become imprisoned by corporeality. Persons
with CF live in a state of corporeality with a contracted spatial horizon because of
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symptom burden. Many of the participants described their experience of their limited
spatial horizon.
Because the participants describe being imprisoned by corporeality, they are
dancing with death, especially as they age. Aging with CF is a unique experience,
especially if they live past the estimated age of survival. Simone de Beauvoir (1972) said,
“For the aged person, death is no longer a general abstract fate; it is a personal event, an
event that is near at hand…every old man knows that he will die soon,” (p. 440).
Although people with CF are often not considered old or aged, the sentiment from
Beauvoir is true. Persons with CF live a majority of their lives in their corporeal bodies.
Because they can see and feel that their bodies will not last forever, they are forced to
face their finitude.
Persons with CF are well aware of the survival statistics. However, living with the
sense of finitude can also release a person from focusing on meaningless tasks. When
facing finitude, it can be seen that our spatial horizon will indeed end and is contracting,
rather than a horizon that is endlessly open. This shifts our orientation and highlights
some of the most important questions of being, (a) Who am I?; and (b) What is the
purpose of my life? (K. Aho, personal communication, July 25, 2019). These questions
make it possible to shift our priorities in a way that can deepen our wellbeing and
interpersonal connections (K. Aho, personal communication, July 25, 2019). In other
words, when a person recognizes that death is always around the corner, that person gains
the ability to live in each moment that they are given, providing them with a sense of
satisfaction and positivity with the way they lived their life. The participants described
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how they dance with death on a nearly daily basis. They are continuously aware of their
finitude, which allows them to live their life with the kind of positivity that is enviable.
Tessa: Dancing with Death
Tessa’s story portrays how she is living in her corporeal body and aware that her
spatial horizon is limited. Tessa shares how she finds great joy and meaning in helping
other people even while dancing with death.
…How can what I have to deal with, how can that help other people? It’s not, it’s
not all about me and my problems, but you know. I’m the type of person, and I
find value [in] how much I can enrich somebody else’s life or how much I can
help somebody else. So, I don’t have a choice. I mean, you’re dealing with this
and kind of can be so much worse, but you know, the more positive you stay, the
more positive energy that you attract around you…it comes with age when you
value things differently and you see life through a different scope.
Rachael: Dancing with Death
Rachael’s description is similar, yet her dance with death differs from Tessa’s.
While discussing the biggest challenges she encounters when dealing with CF, Rachael
describes her experience living in her corporeal body. Because of her corporeal body, her
spatial horizon was severely limited to what she perceived she could actually complete in
her day to day life.
About a year ago, I could not even drive to the store by myself. I was having
complete panic attacks…If I had any kind of hemoptysis, like a little bit, I was
having complete panic attacks…And when I start to bleed, I start panicking and I
have to be in control. And so we have, we’ve set out like, my whole family knows
if my lungs start to bleed, we have an ice pack that goes on my chest. My feet go
in warm water and I don’t care if it works or not. In my eyes, I believe it
works…It brings my head back to reality…It’s a spectacle, but you feel like
you’re in a fight for your life. It’s so scary. And then when you have that panic
that takes over, it just kicks into overdrive and you start thinking, “What if this is
my last minute? What if I didn’t tell my kids I love them? What if, you know,
when I yelled [at] them and told them the room was a mess? What if that’s the last
thing they remember about me?” And that is super tough for me. (tearful) That’s
tough…but once fear strikes your heart, it just, it can stop you. Fear is a horrid
thing; anxiety is a horrid thing.
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Living in this kind of fear is at the heart of dancing with death. Her previous experience
limits how she perceives her spatial horizon. As with all things in human experience,
spatial horizons are malleable and ever-changing. Rachael continues to dance with death
in her everyday experience.
Violet: Dancing with Death
Violet expressed concerns with symptom burden, living in her corporeal body,
and shares how her spatial horizon is limited because of her dance with death.
Well I think the biggest challenges are just dealing with the day to day things that,
that come along with CF. You know, like there's certain days you wake up and
you have a good day. And there's other days [you] just feel so exhausted,
mentally, physically, and then, you know, trying to live your, your regular life
feeling that awful is, is really hard. And getting yourself to do your treatments,
you know, even when you feel good, you still have to try to push yourself to do
them. I think, you know, just like everything encompasses your CF, you know,
you can't go on vacations without planning, you know, bringing all your CF meds
and bringing all your equipment. You know, being, you have to be so aware of,
you know, are you close to a good hospital, all those things play such a big role in
your day to day that other people don't really have to worry about. I think just
being able to convey to your, your family and your friends, you know, today's a
good day or today's a bad day. [On a bad day] I kind of just feel like overall just
down, you know, because your, your lungs hurt, the muscles in your chest hurt
your throat hurts, I mean, and I get really bad headaches from coughing. So, it's
like dealing with the headaches and, and all my joints will hurt you know my
knees will throb my hips throb and there's really not much you can do for it. But
that's, that's the hardest part.
Violet frequently battles respiratory infections, and her specific bacteria is
extremely difficult to clear. Despite this, Violet has the realization that living life joyfully
is better than being stuck in a cycle of bad days where the outlook on life may be bleak.
Um, I would say, kind of just knowing how the advancements in medication and
things have transpired over the last couple years. [The] research community has
come up with a lot of, of new drugs that treat different things. Which, they are so
much closer to closing that gap for the cure. And then also the advancements and,
and how well people are doing with lung transplant. You know, when I was a kid,
you basically had like a 50/50 chance of survival. And then you had to deal with
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all the rejection, but now I mean they've perfected the whole transplant process
and I see so many of my friends who've gone through everything and they're
doing fantastic. So, it kind of makes me, you know, say, Okay, this is inevitable.
It's probably going to happen. I'm probably going to get a transplant [in the]
future, but knowing that people are surviving and they're flourishing afterwards
makes it a bit easier to take in.
Violet cannot stop dancing with death, but she can control how she chooses to approach
each day and each moment.
Stella: Dancing with Death
Stella discussed the importance of educating herself as a way to stay positive in
her dance with death.
…maybe it was [my] lack of knowledge, [but I] never really understand the full
effects of CF. I don’t have the digestional [sic] part. I just have the pulmonary
part. So when I’m in my head, I’m always like, “Oh, I don’t have [CF] as bad as
everyone else because they got all that stuff. I just have this.” But then when the
bacteria hit, one of my goals was to educate myself as much as I can…What
scares me is the not known. Yeah, I know I don’t know when I’m going to die. I
don’t know what’s going to cause my death. It could be CF, it could be a car
accident. But if I can educate myself the most I can with what time I have, then I
don’t feel so scared then about the future. You know, I just read that people with
my bacteria usually need a lung transplant around year 7. Am I at the point where
I feel like I need a lung transplant? No, but knowing that that's an option, I am
prepared for it. I can maybe handle [it] a little better, and it doesn't scare me as
much. I've definitely had days where I just, I'll call my husband after doctor's
appointment, like, “I'm done. Like, why am I doing these treatments? It's not
working. It's effing bullshit. I just want to quit and be done. I don't, I don't want to
do this anymore, it’s stupid.” You know, so I get that out and I’m never like in
front of my kids. I mean, I can't be because my daughter is, she's 10. She is like a
mother hen. She knows if I'm a little bit off, “Mom what's wrong? is everything
okay?” And she's a worrywart so I know she sees me weak like I can't, I can't do
that in front of her. So, I have to stay positive. But yeah, you need those weak
moments because I'll lay in bed at night or I'll just, just go in the bathroom, shut
the door and just be like, screw this I'm gone, but I can't be and I just thank God
for what I have now and that I am 38. I still feel like I can live another 20 years.
I've got two healthy awesome kids and a husband, so I gotta focus on the positive
versus [negative], which is hard. Not dwelling on the negative, but also, it's okay
to have a little temper tantrum and, and be done with it. But I do, I think a big
thing that's helped me is being educated.
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Summary. The participants narratives about their dance with death show how
they face their finitude while being imprisoned by corporeality. Despite sounding
desolate, these participants’ outlook on life is positive. The participants’ narratives did
not reflect many moments when they could experience their lived-body. Returning to the
selected image of the death spiral, it is a reminder of the fragility of life, especially when
living with CF. However, as the participants shared, dancing with death is not necessarily
something to fear. Violet captures the essence of dancing with death with her statement:
I guess because going through bad days, I know there's good days coming. Um, so
just try to push through and say, maybe tomorrow will be better. And just keeping
myself, you know, occupied with things to continuously do. That's really, I mean,
I don't really have much preparation for that. It really is, I, you just have to push
through every day. Every day I try to live as happy as I possibly can… (4 second
pause) …because it could end.
Relearning to Dance

Lopolo (n.d.)

For those with CF, there is hope that one day a life-saving lung transplant can be
performed. Pre-lung transplant, the music for The Dance of CF is unfamiliar, lamenting,
and slowing nearly to the point of cessation. Then, a life-saving call comes with an offer
of new breath, the music changes and swells, and The Dance of CF begins anew. The
possibility of receiving a lung transplant became a reality for three of the participants,
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two of which will be discussed. The changes they felt in their life post-transplant were
striking. Their process of relearning to dance post-lung transplant is best depicted by the
image for this theme. The image shows two people; the person on the left is the person
who just received a lung transplant, and the person on the right is the support person.
While relearning to dance, the support person takes over as the lead dancer helping guide
the person with CF to relearn to dance.
Grace: Relearning to Dance
Grace disclosed her history of lung transplant at the beginning of the interview.
We discussed her experiences pre- and post-transplant. The following excerpt shows the
day-to-day challenges she faced pre-transplant.
Everyday stuff. I mean, I couldn't hang out with friends. I was, I was too tired. My
boyfriend would go out, go have fun with his friends, and I'd be like, just go have
fun like I'll stay home. I'll stay in bed. You know, like everyone would go have
fun and I just sleep. It’s just too exhausting to go anywhere, like going out to
dinner was enough. Yeah. And then treatment wise, I was doing treatments like
24/7 almost, I was hookup up to oxygen. It's hard to do anything with when you're
lugging around a thing of oxygen…I got my transplant at [a center] and they’re
very exercise centric. So before transplant, I moved [near the transplant center]
three months before my transplant and I was at 19% lung function. They [have]
you like working out five days a week for two hours every day. And at that point,
I'm on 24/7 oxygen, my mom had to carry me out of bed to, like, because in the
morning, I was just in so much pain. Um, you know, I'd get home and just sleep
the rest of the day.
Grace then spoke about her immediate post-transplant experience in the midst of
relearning to dance.
I always tell people it's like childbirth, I think. Because I look back at it now, I'm
like, “it wasn't that bad.” And my family is like, “yeah it was, like it was really
bad. You were in so much pain.” I have videos of my first walk, my first breath
kind of thing and it was excruciating, but um I mean, I got something great out of
it. So I don't think I remember the bad parts as much…I mean, I had to, I had to
do it for my donor. So after like when I was like, “I can't do this.” And then I
[would think], “no. Someone gave up their life for me. I have to do this,” like that
kind of got me through those firsts and [gets] me through that stuff even now
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when I'm like feeling super blue. [If I’m] having an off day or having, you know,
in a mood where I'm like, “Life’s the worst.” I have to be like, “No, you know
what would (says donors name) do? What would my donor family want?” I have
to, you know, he'd want me to go on, that kind of thing. So that keeps me
going…After transplant, it was like, you know, not a problem walking. I could
walk my dog for the first time in my life. Like it was almost immediate. I got to
the hospital [for transplant] and probably a month later, I was trying to run and
stuff like that. It was a complete 180.
Carlos: Relearning to Dance
Carlos told of the challenges he experienced pre-transplant leading up to the
journey of him relearning to dance.
It was really hard. It was really hard. You know, most of my, most of my years
during my childhood, I want to say maybe up to like maybe sixth grade, man.
Every, everything was just perfect you know. I was just a kid and once I got to
age ninth grade, you know, my, my illness started progressing. I started getting
more of infections and started getting more bacteria and you know, it just caused
me to, to be out of school for so long…I mean physically. I mean, emotionally,
physically, I was all over the place. You know, as any normal person, you know,
going into a big surgery like that. It's, it's, I was I was a 19-year-old, um, you
know, it's not easy. You know, I would, I would assume that for anybody it isn’t
easy. But I mean physically and emotionally, man… I mean, I was, I was really
nervous. I was really sick. I was, I was really sick man, I was actually I was on
BiPAP 24/7 plus five or six liters of oxygen. So, I was really, I was really, I was
down there, man. I, I (5 second pause) gah, (brief pause) I’m going to get
emotional. Sorry. (brief pause) So I even got to the point where the doctors, you
know, they uh, I think it was about a week before they called me for, I mean
before they listed me for transplant that they told me that they really couldn't do
anything for me anymore. The medicines that [they were] giving me through the
IV, they weren't killing the bacteria, they weren’t, they just weren't working man.
So the doctors came in there and told me that there was nothing that they can do
anymore, that you know my, my only my only hope was for a transplant. So you
know, hearing, hearing that, you know, I have both my parents around me, you
know, I have to be strong. I am that person that I don't like to see my parents cry
so I don't cry. And, but, um, I mean it was tough. I mean, you know you get listed,
I mean, It's a big process, man. I mean coordinators come in and talk to you and
they ask you, You know, like, what do you think about transplant? And if you
really want a transplant. There's so many tests that that they have to do they have
to test your blood. They take your, your lung, diaphragm, how wide you are, how
long your lungs are. They check a whole bunch of things man…You go before a
committee, a lung transplant committee, and then one of the coordinators comes
back and they'll tell you, maybe the next day or so that, whether you are a
candidate for transplant and if you were, you get listed. They asked “you want to
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be listed?” So I said, I said, “Yeah, of course.” You know, I got listed… They
called me on a on a Thursday for that first pair, but they said that the guys left
lung was pretty damaged because he was a bodybuilder, and he would take a lot
of, a lot of stuff for like his body… That part right there was the most nerve
wracking for me because they even got me prepped for transplant. And then for
the surgeon to just come in and say, “You know what? We're going to wait
because we think that there's better lungs out there for you and you're still in okay
condition to make it.” You know, I was really emotional… I already had
everything running through my mind. You know, I had my family. I had
everything is going through all at once…
Carlos’s story beautifully describes his ups and downs as he waited for his lung
transplant. As we continued our discussion, he explains the difficulty he faced relearning
to dance during the post-transplant phase.
I want to say the biggest challenge that I had after transplant was, I want to say
recovery. (5 second pause) I want to say recovery, recovery was, it was, it was
hard, but like I told you, you know, previously, I wouldn't change it for nothing. I
wouldn't. I wouldn't, you know, go back and say no to transplant. I wouldn't go
back and change anything about it because like I said, you know, it's made me the
person that I am. Recovery was, was really hard. You know, my, my mom had to
had to bathe me for like a while before I even could even bend down and like,
wash my body or anything. It was just super, super hard. After transplant I was
just so drained like, really, really drained to a point where, where I wouldn't wake
up for, like, until maybe two in the afternoon. It was just, I guess my body was
working so hard to get used to the new lungs that by my body was just completely
shot. But that got better, you know, after a while, and that was that was mainly
my, my hardest challenge was, was recovery.
Summary. Grace and Carlos have relearned to dance and are now able to breathe
freely. The gift of a lung transplant has transformed their outlook on life. With any organ
transplant, there is always a risk of rejection, but recent advances in lung transplant have
improved the average length of allograft survival to just under six years (Thabut & Mal,
2017). Reflecting back upon the image representing this theme, notice that there is an
open horizon. Once a person with CF receives a transplant, their spatial horizon opens.
With the help of their dance partner, they are now able to envision their life far beyond
the confines of their disease performing a dance that once seemed impossible.
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Roles of the Dance Partner

Mandrikova (n.d.)

As is true with many dances, a partner accompanies the lead dancer. These
participants described incredibly strong support systems in their lives that played the role
of a dance partner. The role that each partner took was fluid and fluctuated depending on
the current situation. The varying roles of the dance partner included supporting the lead
dancer, providing guidance when indicated, and to occasionally take the lead dancing
role.
Generally speaking, the person with CF is leading the dance, especially in times
of health. However, the dance partner assumes the lead in some instances, guiding their
partner through The Dance of CF. The image selected to represent this theme is a single
dancer in a position demonstrating great flexibility. However, the image suggests there is
only one dance partner for each participant, which is misleading. When referring to the
dance partner, I am referring to the entirety of the participant’s identified support system.
Rachael: Roles of the Dance Partner
While talking with Rachael, she described how her support system has changed
over the years. Rachael describes how her dance partners have evolved to include
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husband, adult children, and even her parents. She shares this description of the role of
her dance partner while in a crisis.
Last month, I was driving here in town, just right down the street and I passed my
parents, it’s a very small town. I was coming back [home], my parents pulled up
beside me at the stoplight, and then went to proceed through the stoplight and I
coughed up blood and I looked at my hand. My hand had blood. I am in the
middle of a friggin intersection. I throw my car into park. I get out of car I run to
my parents and I’m like, “I have blood, I have blood.” My dad looks at me and
goes, “Okay, get in your car and pull over.” God, I can't drive I'm freaking out. He
goes, “get in your car and pull over” and, and, of course, it scares them. They're
my parents, but my dad, just like when I fell off my horse, “Get back on her, ride
her to the house, and then you can be done for the day. But we're not going to do
this.” I was able to drive my car to the stupid Dairy Queen and get a bag of ice
from there and put it on my chest and I mean it’s embarrassing. It's a spectacle.
Violet: Roles of the Dance Partner
While talking with Violet about her dance partner, she states that it shifted over
time. Violet shares that she has many dance partners available to her, but she hesitates to
ask them to take the lead for her during exacerbation periods.
It's changed drastically. You know, when I was young, I had my mom. I mean,
my mom was basically like my own personal nurse. And then, you know, as I got
into my high school years, I kind of wanted to become a little bit more
independent and I did my own IVs. I did my own medication stuff, but mom was
still there, very there monitoring. Um, and then when I got into college and started
my career, I really separated myself from my parents. I wanted to do it all by
myself. Now that [I’m] a little older, and I've had some serious exacerbations, I've
had to rely on my family a lot more with help just everyday help, you know, and
financially too. My mom and dad are probably my biggest support system
because they've lived through it my whole life. And my boyfriend, he's very
supportive of everything now. You know, if I don’t feel good, he takes care of
everything around the house. And it's like, you need to lay down sleep. So that's
very helpful. My friends have been great too, um, you know, they've made
hospital stays much better by them coming in and visiting and I don't think you
can really do it without a support system. Again, you know, there's the feelings of
that you're a burden on people and that's something as I've gotten older, I've had
to consider, you know, Is it too much to ask people to come and visit me every
day in the hospital, you know? My mom is already overloaded with taking care of
my daughter and my dogs. So, it's kind of like you go through that alone period
where you're alone a lot [compared to] when I was a kid, I was never left alone.
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So, dealing with your illness getting worse, your exacerbations being worse and
then being alone, it's, it's kind of scary.
Sophia: Roles of the Dance Partner
Sophia provided a brief description of the roles of her dance partners. Sophia
shares that her immediate family and her boyfriend serve as her primary dance partners,
and often times, her boyfriend serves as her caregiver. Sophia’s support system works
together to guide her when she is in need of help.
Obviously when I was younger, my parents did everything for me. And then
throughout college, it was myself, but I didn’t do that great of job taking care of
myself. But now it’s [name], my boyfriend, and he, you know, does so good, but
sometimes I feel bad because I feel that he like, I know he doesn’t feel like this,
but I just, I feel bad for him because sometimes I feel like he’s just my nurse at
times. And I know at the end of the day, like my needs need to come before his
and that sucks, but that’s just how it has to be. Like my medical needs, it has to
come before whatever he needs at that time, you know? …Last year or not that
long ago, I had a blood clot from my port, and I [said], “my arm is really hurting,”
so [name] was just like, “Sophia, we need to go to the hospital,” And I [said], “no,
it’s fine, we can wait a few more days.” So then he has to call my parents and say,
“tell Sophia she has to go to the hospital.” Then they call me and until I go.
Stella and Tessa: Roles of the Dance Partner
Stella and Tessa are different from any other of the participants because they are
actually sisters. I asked each of them what it was like to be sisters with someone else with
CF, as well as if they limit contact at all because of the risk of cross-contamination. Tessa
said this about being in contact with her sister:
…We should be a lot more cautious than what we are. But I mean, she’s my sister
and you know, we do a lot of stuff together. And I know, like my doctors and
nurses always kind of warn you about that. But you know, (four second pause)
that’s, that’s my sister. That’s my family and I’m not gonna miss out on doing
things and being close with her because of this. And that’s maybe not the right
way to look at it, but our relationship hasn’t changed [since the diagnosis]… I’m
not going to miss out on loving and enjoying my family because of this. It’s just,
we might have to be a little more cautious and sensitive to the issue. But I still hug
her or drink out of a glass she drank from, or eat off the same silverware. It maybe
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isn’t the smartest, but screw it! That’s my sister, and we’re close, and that’s how
our relationship is.
Stella shared this about the relationship she has with her sister.
Yeah, I’m sure she probably mentioned, we probably aren’t the best about trying
to avoid cross contamination. And with my bacteria too [NTM], there’s no like
proof that it does cross contaminate or it doesn’t. So she was tested for it two
years ago and she said, “God, I hope I have it.” I’m like, “You’re freaking crazy?”
She said, “So then I can go through it with you.” I wanted to punch her and hug
her at the same time. I’m like, “Appreciated, but no. I don’t want you to have it.”
So she is, she’s my best friend. She gets everything I go through, I get what she’s
going through. She’s [had] personal life struggles too, that I’ve, you know, helped
her see through and she doesn’t have the best self-esteem, all the stuff that’s
happened and the CF on top of it. You know, so just helping her through that and
knowing, she knows what I’m going through. I know what she’s going through.
Sometimes like with my mom, I feel like I don’t tell her everything because then I
know she’s gonna worry and drop what she’s doing to come down here and do
whatever. It’s kind of the same thing with my husband, I know that’s not healthy
or fair, but with her [Tessa], I can bear it all and tell her and she gets it and
doesn’t judge. The first thing she’ll say, “what can I do to help?” It’d be very hard
to go through this without somebody like that.
Tessa explained that her dance partners lie primarily within her immediate family
structure and had not evolved over time.
My parents are both crazy amazing, I couldn’t imagine, you know, going through
anything much less [than this] without them. And I have a brother and his wife,
too, that live super close, and then my, my family really is (pause) they’re a
Godsend… I think it’s basically the same, like my core support system is
probably the same, you know, obviously when I was first diagnosed, you know,
people were coming out of the wood work, calling…express[ing] their concern,
but you know, people have their own lives and go on without worrying too much.
Stella shared that her dance partners include more than just her immediate family.
…It’s easy to think sometimes, especially with me, “I’m fine. I don’t need help.”
Deep inside, yeah it would be nice if you could do this, you could do that. And
when people ask “is there something I can do to help you?” They want to help,
they want to feel useful. So rather than brushing them off, say, “Yeah there is”
and asking for help. It’s an okay thing to do…Luckily my work is very
supportive. They understand time off. They understand an hour here, an hour
there [for appointments]…My church is very supportive, I have a good
relationship with my pastors, they would call and offer meals. I used to say no,
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but now I always say, “Bring them on.” Things like that, you know, little small
things is huge and they feel good after you ask for help.
Roles of the dance partner – Transplant recipient. The three participants who
received a lung transplant shared the significance of their dance partner. The dance
partner was especially important as the person with CF continued to deteriorate
immediately before the transplant.
Grace: Roles of the dance partner – Transplant recipient. Grace is still quite
young, and she says that her support system has not changed much over time, with the
exception of her boyfriend. Grace told of the monumental role that her mother played in
caring for her prior to receiving the transplant and also discussed the importance of her
boyfriend. They both helped Grace relearn to dance after the transplant.
…Before we even started dating, I had sinus surgery at [a hospital], and he drove
to [the hospital], which was like two and a half, three hour drive, and I puked
blood all over him and they were like, “Who is this guy?” And I was like, “oh…”
like we weren’t dating yet. And I was like, “I don’t know.” He said, “your
boyfriend.” I’m like, “okay, cool. Cool.” That was, that’s how you know he’s a
keeper, after he stays when you puke blood all over him. He definitely got me
through transplant. They’re the ones who stayed the night, that night of my
transplant, you know, I had an allergic reaction to Prograf5, I had seizures. They
stayed that night. They got me through it. Yeah, they helped each other out
emotionally through the whole thing…They’re definitely like my support system
completely.
Carlos: Roles of the dance partner – Transplant recipient. Carlos’s dance
partners were essential during the transplant process. He not only described the central
role that his mother played before and after the transplant, but also explained how he
supported his dance partners through the transplant process.

5

Prograf (tacrolimus) – a medication that is commonly used as an immunosuppressant in post-transplant
care (Medscape, n.d.).
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Yeah, I mean, before transplant between my junior and senior year of school, I
was getting home schooled due to the infections and the bacteria and me being
susceptible to all the infections in school. My doctor had told me to be
homebound. Whenever, whenever I went home bound, man. I mean, that's, that's
when I found out who my real support system was because in school, man, I had
so many friends, so many people to talk to. But when I left school, nobody even
bothered to, you know, even say hi, or even call to say “hey, are you okay?” Um,
which is fine, you know. I don't, I don't need that. I don't need that. Like I said,
my support system has not changed. It's always been my family and my family
has always been there, even before transplant and now after that. I do believe that
they got closer after transplant, I believe that that our family got more involved
into the CF circle. Um, I, I believe that my transplant did bring my family more
involved as a unit, as a family into CF. I feel like before transplant, you know, CF
was like inside the circle and everybody was just scattered around it. Now I feel
like, you know, CF is a big circle and everybody's in the circle now, so I feel like
you know where there's always something new. Man, there's always something
new to learn about transplant. There's always something new to learn about CF.
There's always something to learn about everything. I believe that support system,
or you just, you gotta know how, and when, and who to pick your support because
some people, you know, they might seem like they're the roses and all this on the
outside. But over time, you know, they start, start going away. But one thing that
will never go away is your family…I remember seeing my mom, you know, just
there at the side of the bed just looking at me with agony and you know, and
scared…Two weeks before transplant they came in and told us that basically
there’s nothing they can do for me, so if I didn’t get lungs, I was gonna die. So,
hearing that with my mom just, you know, it was hard for me and her. And of
course, I have to be strong for her and she started crying very much, but I had to
be strong for her. And I think those are the times that may make family more
closer. Those are the times that makes family more, more united, more loving, it
makes it more important…I really believe in this world, there’s very few friends
that you have and when it really comes down to the wire, I mean you have your,
your mom and your dad, and you have your sister, your brother. I mean, those are
the ones that are really there no matter what.
Zach: Roles of the dance partner – Transplant recipient. Zach is the third
participant who received a transplant. Zach’s experience with CF is vastly different from
the other participants in the study. When asked about his health and the circumstances
that led him to receiving a lung transplant, he provided very little information. Hence,
why he was not included in Relearning to Dance. However, while discussing his support
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system after transplant, Zach did share how his dance partners played an important role in
his recovery.
My sisters look at the world differently and are resentful of a few things [about
me]…My support system was always pretty much myself. I was self-disciplined. I
took care of myself. So, when [it] came to the transplant though, both my sisters
stepped up…they were there when I needed them. And I lived with my middle
sister for four months. That was a challenge. But we came to terms with things,
and actually, the relationship got better because of it.
Summary. The dance partner to those dancing with CF are integral to The Dance of CF.
Without a proper dance partner, those with CF will suffer because of a lack of support
with a disease that demands support at multiple levels.
Following the Beat of Bureaucracy

Nicolson (n.d.)

A major concern for persons with CF is how to manage the extreme costs of the
disease (Angelis et al., 2015; Quittner, Jie, et al., 2014). Participants shared the type of
insurance they carry ranging from public (Medicare & Medicaid) to private insurance
(Table 3).
There are many variations of public insurance coverage for those who qualify for
disability. In addition to the many variations, there are numerous restrictions and
requirements to ensure long-term eligibility for the public insurance plans. These
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restrictions provide an established beat that each participant must follow, the beat of
bureaucracy. The beat of bureaucracy is best symbolized by the image of two individuals
line dancing. Line dancing involves persons standing in lines while performing specific
steps in unison (Line dance [Def. 3], n.d.). Similar to line dancing, eligibility for public
insurance coverage and the restrictions associated with retaining the insurance long term
involves complicated steps. One misstep can negatively impact the line dance and result
in the loss of coverage. Participants talked about insurance issues during their interviews.
I will share their experiences as portrayed to me, which may not be in accordance with
the rules and regulations for Medicare and Medicaid.
Sophia: Following the Beat of Bureaucracy
Sophia described her insurance concerns with me and expressed her frustration
with her private insurance. She is covered by her parents plan for a couple more months
before she turns 26 years old. She is not able to work more than 10 hours per week
because of her illness, far too few hours to be eligible for any employer sponsored health
care plan. Because of the work restriction, she is hoping to obtain public insurance
coverage in the near future.
The only thing that kind of freaked me out is like the prospect of lung transplant
and that if I do need one, I won’t be eligible for one at this current time because I
have acid reflux and my insurance will not cover surgery to fix it. And without
that surgery, you cannot get [a] lung transplant. So that kind of freaks me out as
well as mycobacterium, I, a lot of places will not give you a lung transplant if you
have myco. So, like those things are just kind of always in the back of my
mind…because you know that getting a lung transplant at some point is, you
know, inevitable, like you’re gonna need one. So, the fact that I, at this moment in
time, I have two things that are going to make one extremely difficult. But I’m
hoping when I turn 26 and get on my own insurance, that they will cover the acid
reflux surgery.
Grace: Following the Beat of Bureaucracy
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Grace described her current situation with her public insurance and the
ramifications of not following the beat of bureaucracy. Grace shares her desire to get
married but is unable to because of her insurance coverage.
…My boyfriend, we’ve been together for 10 years, so he’s my rock. Like he’s
been there for everything…So I’m Medicare/Medicaid, so if I work too much, I
lose my disability and you know, I [would] have to work full time to get
insurance. But if I get sick, I’ll lose that job. So I’m kind of like, stuck in the
middle. I think that’s like the biggest thing, I mean, my boyfriend and I, we won’t
get married because he makes too much. I’d lose my insurance and therefore, you
know, if he lost his job, I’d be out of luck.
Rachael: Following the Beat of Bureaucracy
Rachael is also unable to marry because of her public insurance coverage.
Throughout the interview, she refers to her boyfriend of many years as her husband. To
comply with the beat of bureaucracy, Rachael stated:
Kind of, I have a significant other. I can’t, we can’t get married because if I marry
him, I will lose all my medical [coverage]. We’ve been together forever. We
actually just had a big wedding, but we still just have a domestic
partnership…we’ve been together for about 13 years, he’s become pretty much
my, my lifeline.
Summary. The above participants spoke about their public insurance and
expressed a desire to work more than they are currently allowed under federal and state
laws. The participants are locked into this line dance following the regimental beat of
bureaucracy; however, the alternative would be to risk their lives with inadequate
medical coverage.
Conclusion
“We argue that phenomenological description and explanation is indispensable
to our understanding of the difficulties faced by patients. Attention to the
life-world of the patient is essential to making their experience intelligible.”
– Tina Williams & Havi Carel (2018, p. 146)
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In this chapter, I provided my final interpretations, including an in-depth
description of the experience of living with CF as an adult. The overarching theme of The
Dance of CF emerged after careful reading of the transcripts and in collaboration with the
Hermeneutic Circle. Using phenomenological interpretation, I was privileged to hear and
deeply ponder the heartfelt stories of adults living with CF. These stories provided a
genuinely personal look into how living with the illness of CF truly is their being-in-theworld. The participants shared their contracted view of their spatial horizon as they move
through life. Having an understanding of their spatial horizon has facilitated an awareness
of my own limited spatial horizon; thereby triggering me to face my own finitude. Facing
my finitude was uncomfortable and scary. Yet, the experience highlighted the importance
of living each day as positively as I can, much like the participants described.
Williams and Carel (2018) state that medical conditions that cause breathlessness
“have subjective multidimensional phenomena at their heart: personal, interpersonal,
social, cultural, emotional, and metaphysical” (p. 158). My conversations with the
participants revealed the multidimensionality of The Dance of CF. Participants shared
their personal struggles with the disease and interpersonal challenges within the Paradox
of Control. They shared of their emotional pain and metaphysical conflict incurred while
experiencing a Living Death; yet at the same time, described profound emotional
positivity and metaphysical peace while Dancing with Death. Dimensions of cultural,
interpersonal, and social phenomena transpired while Following the Beat of Bureaucracy
and Relearning to Dance. While discussing the Role of the Dance Partner, all of the
subjective multidimensional phenomena, as described by Williams and Carel (2018)
materialized. These participants’ narratives demonstrated the multidimensionality of the
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experience of illness. Therefore, in order to understand the experience of illness as an
adult with CF, it is vital to engage directly with the multidimensionality of the
phenomena.
When considering the care that adults with CF will receive as they continue to
age, there is a risk of failing to meet the comprehensive needs of the person with the
disease (Williams & Carel, 2018). For the participants, CF is a part of how they define
their Dasein and seeking to understand their experience with the illness cannot be
overlooked. Incorporating awareness of the experience of living with CF into healthcare
can promote a space of mutual understanding between the practitioner and the person
with CF. Mutual understanding between care practitioners and those with CF can lead to
improved outcomes as the holistic experience of living with CF is understood.
Finally, this chapter highlights the need for continued exploration of the
experience of living with CF as an adult. It is essential to remember that the experience a
person has with an illness is not something that can be predicted for any person. We may
be able to describe the manifestations of the disease; however, the experience of the
illness is deeply and uniquely personal. Heidegger said,
What is it that phenomenology is to ‘let us see’?…It is something that proximally
and for the most part does not show itself at all: It is something that lies hidden.
(1962, p. 59)
Phenomenology has revealed what was previously hidden: The Dance of CF.
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CHAPTER FIVE
Discussion
“Phenomenology is free of naturalistic or scientific commitment to ways of ordering
experience and entities in the world. Diverse experiences of illness across episodes,
individuals, and even cultures are not subsumed under preexisting categories or
epistemological frameworks…This allows the patients to be heard, and a study of
alterations in their existence through their experiences to be attended to.”
– Tina Williams & Havi Carel (2018, p. 157-158)
I began this study seeking to understand the experience of living with CF as an
adult. The process of phenomenological inquiry has revealed to me what was previously
hidden in this population. The stories told by the participants about The Dance of CF
allows me as a researcher to attend to the “alterations in their existence” by bringing their
experience to the scientific community (Williams & Carel, 2018, p. 158). The
participants’ narratives highlight many implications for the future of nursing. This
chapter presents a discussion of the implications for nursing education, nursing practice,
and health policy. Additionally, I present the strengths and limitations of this study and
make recommendations for future research with the adult CF community.
Illness vs Disease – Implications for Nursing Education
In chapter two, I discussed that a person’s Dasein can exist either authentically or
inauthentically (Heidegger, 1962) while differentiating between disease and illness. A
disease is an inauthentic presentation of Dasein because it holds meaning that has been
applied by an external force, like a diagnosis of CF. Illness is an authentic presentation of
Dasein as this is the experience of a person with a disease. For nurses at all levels of
practice, it is important that there is a clear understanding of the pathophysiology of a
disease. However, it is equally important, or perhaps more important to understand the
experience of living with the illness because each person’s experience is different. The
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participant’s stories are evidence that understanding the experience of living with an
illness holds significant value.
Undergraduate nursing education. Undergraduate education provides the
knowledge foundation required for registered nurses to be competent practitioners upon
completion of the licensure examination (American Association of Colleges of Nursing,
2008). Nursing involves complex processes that necessitate multiple ways of knowing to
practice effectively (Chinn & Kramer, 2015). One way of knowing is emancipatory
knowing. Chinn and Kramer (2015) described that “emancipatory knowing requires the
nurse to reflect thoughtfully and to act in relation to a treatment and its implications in a
way that makes things better for the future, not just for a particular moment” (p. 2). The
description of emancipatory knowing converges with hermeneutic phenomenology as a
way of understanding the experience of living with an illness.
As hermeneutic phenomenology becomes increasing prevalent and valuable in
nursing research, attempting to integrate hermeneutics into nursing education and
practice is a worthy endeavor. Charalambous (2010) proposed a model to increase the
clinical applicability of hermeneutics through a detailed, four step model and applied that
model to a case study. Implementing this kind of case study provides a practical
demonstration of how to use hermeneutics in nursing practice and move toward
emancipatory knowing. Therefore, the importance of understanding the experience of
living with an illness rather than focusing solely on the physiological concerns of a
disease is reinforced.
Graduate nursing education. Not only can Charalambous’s (2010) method be
used in the undergraduate education setting, it should also be taught to graduate level
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nurses, especially those in degree programs to become nurse practitioners (NPs). When
NPs encounter patients in a clinical setting, they come face-to-face with a physical
person, not an ethereal set of symptoms needing to be diagnosed (Leder, 1990). This
means that the body has a story that needs to be understood through interpretation of the
bodily signs and symptoms (Charalambous, 2010).
Because of the national shortage of physicians (Association of American Medical
Colleges, 2019), advanced practice registered nurses are stepping in to fill the void in
patient care (American Association of Nurse Practitioners [AANP], 2019). More than
26,000 new NPs completed their respective academic programs in 2016-2017, an
increase of nearly 2,500 NPs over the previous academic year (AANP, 2019). By
employing Charalambous’s (2010) four step model in the education of NPs, hermeneutic
interpretation can become standard as an aspect of delivering holistic patient care. The
experience of an illness holds meaning to the person experiencing the illness. Without an
understanding of what the experience of an illness is, I would argue that true holistic
treatment is not possible. NPs are uniquely positioned to directly impact patient care
through the use of hermeneutic interpretation in practice.
Dancing with New Breath – Implications for Nursing Practice
Three of the participants had received a lung transplant and were between twoand four-years post-transplant. The greatest risk of death following a lung transplant
occurs in the first year; however close to 80% of patient thrive well beyond this threshold
(Taylor et al., 2008). The median survival time post-transplant for adults with CF is 5.1
years and 3.6 years for pediatric persons with CF (Kimura et al., 2016). Receiving a lung
transplant provides hope for the future, but transplant does not cure CF. The DNA in the
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rest of the body still contains the defective gene that causes CF with the exception of the
transplanted lungs (Adler et al., 2009).
For example, Lauren Molasky, a lung transplant recipient and blog contributor for
the CFF, shared that “my CF medications will be replaced by a lifetime of
immunosuppressants, which are vital to minimize the risk of organ rejection. I will have a
new disease altogether, so to speak” (2019, March 27). Transplant brings the omnipresent
risks of infection, rejection, and eventually organ failure (Lynch, Sayah, Belperio, &
Weigt, 2015). For other types of organ transplants, like kidney and pancreas transplants,
there are alternative treatments to continue living if the organ fails (dialysis and insulin,
respectively). When a lung transplant begins to fail, the only option for survival is to
receive another lung transplant. However, prior to receiving a lung transplant, the
participants shared their experience of being gravely ill. This period of suffering is
something that recipients of multiple lung transplants will be forced to endure again.
Moreover, this up-and-down cycle of lung function is taxing on a person with CF and
their families, making the decision to move forward with another transplant a difficult
one (Rosenberger, Dew, DiMartini, DeVito Dabbs, & Yusen, 2012).
Key to the transplant process are nurse transplant coordinators. Nurse transplant
coordinators work in many roles within the transplant multidisciplinary team to manage
complex pre- and post-transplant issues (Coleman et al., 2015). Coordinators frequently
communicate directly with patients, especially during difficult times of illness or
rejection, where patients can experience great emotional distress. Psychosocial issues
such as depression are common following transplant and associated with increased
mortality if not addressed and managed (Limbos, Joyce, Chan, & Kesten, 2000; Smith et
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al., 2014). Coordinators are uniquely positioned to discuss any emotional or existential
distress with their patients, providing an avenue for nursing hermeneutics to be
implemented into practice. If coordinators integrate hermeneutic inquiry into their
discussions with transplant recipients, they will have an improved understanding of each
person’s experience with receiving a transplant. For example, if a patient shares that they
are fatigued, the coordinator could ask, “Tell me more about that?” This simple phrase
would provide the patient’s perspective of their experience with fatigue. This kind of
discussion can bring out any fears or stressors patients are experiencing related to their
transplant. Understanding the experience from the patient’s perspective can help
coordinators ensure patients receive appropriate care to manage any existential concerns
they may have.
Bureaucratic Line Dancing – Implications for Health Policy
The participants described how they follow the beat of bureaucracy in chapter
four. Two primary concerns shared by the participants are an inability to get married
without losing coverage and working restrictions while receiving disability benefits.
Grace is one of the participants who carries both Medicare and Medicaid and is
unable to get married to her significant other without losing her public health insurance.
Grace best describes the dilemma of choosing health insurance, marriage, or working full
time and shares of the risks involved in such a decision.
…My boyfriend, we’ve been together for 10 years, so he’s my rock. Like he’s
been there for everything…So I’m Medicare/Medicaid, so if I work too much, I
lose my disability and you know, I [would] have to work full time to get
insurance. But if I get sick, I’ll lose that job. So I’m kind of like, stuck in the
middle. I think that’s like the biggest thing, I mean, my boyfriend and I, we won’t
get married because he makes too much [money]. [If we get married,] I’d lose my
insurance and if he lost his job, I’d be out of luck.
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Grace is not alone with being stuck in the “middle” of whether to work full time and risk
losing her job in the future, or to remain on Medicare and Medicaid and have her health
care remain stable. Regrettably, it is commonplace in our political discourse to make
blanket statements that those receiving disability benefits are taking advantage of the
disability system by not working (Killough, 2015). However, most adults who receive
Medicaid work full-time in low-wage jobs for employers who do not offer adequate
employer-sponsored insurance, or face significant barriers to work such as serious
medical conditions, like CF (Garfield, Rudowitz, Orgera, & Damico, 2019). In Grace’s
case, she is not trying to cheat the system, she is also not trying to get out of working. She
is simply doing her best to continue to live. If she does not have the ability to purchase
the proper medications at cash price, she will die. When having to choose between life
and death, it is obvious that the only reasonable decision is to remain on public insurance.
The concerns Grace shared were echoed by the other participants also receiving
public insurance. Because of the extreme cost of CF care, persons living with CF are left
without a better option. These issues stem from regulations with Medicare and Medicaid.
Many of the regulations in place are intended to limit the amount of fraud within public
insurance agencies and to limit access to public insurance for those who do not need it
(National Health Care Anti-Fraud Association, n.d.).
As health policy continues to evolve, and as more states move to adopt Medicaid
expansion under the Affordable Care Act (Kaiser Family Foundation, 2019),
consideration needs to be given to individuals with chronic diseases, like CF, who feel
trapped by their insurance coverage. The participants receiving public insurance benefits
expressed their desire to work more than they are allowed, but do not want to risk losing
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insurance coverage by working too much. It is unreasonable to assume those living with
CF can survive without proper insurance coverage, especially if they lose a job that
provides private insurance coverage.
Nurses, at all practice levels, are uniquely positioned to serve as advocates for
patients by providing real-life examples that demonstrate their specific needs, as well as
highlight the implications of current health policy for the patient (American Nurses
Association, n.d.; Maryland & Gonzalez, 2012). This study highlights the challenges
faced by those with CF as a result of ineffective health policy. As health policy evolves,
changes to working and marriage restrictions need to be addressed at state and national
levels to ensure those with CF have the same potential to work and to love that healthy
individuals have.
Strengths and Limitations of the Study
This study’s primary strength is the use of interpretive phenomenology to answer
the research question. Hermeneutic phenomenology helps to fill a gap in current
knowledge. Since no other study could be found seeking to understand the experience of
living with CF as an adult, hermeneutic phenomenology opened the door for participants
to tell of their experience of aging with CF.
There are limitations to this study. The first is the use of purposive and snowball
sampling. In interpretive phenomenology, purposive and snowball sampling are the
primary recruitment methods because participants are needed who are willing to share
their story. However, in this study the participants were recruited from across the US
rather than from an individual region or state. This enhanced the quality of the
recruitment and diversified the pool of participants.
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Finally, while a monetary incentive may have influenced a participant’s response,
the receipt of a gift card was based on a random drawing. The stories shared by the
participants were heartfelt so this likely did not play a role in influencing their responses.
Recommendations for Future Research
Future research and programming for the adult CF population should include the
following:
1. Replicate this study with participants of various age groups, demographic regions,
and genders to further explore the experience of aging with CF using hermeneutic
phenomenology.
2. Develop strong mixed method studies to mesh narrative data with quantitative
data to bolster the findings of both methodologies. For example, pairing reliable
and validated tools (such as the CF Questionnaire-Revised) alongside a narrative
description of the experience of living with CF can provide a more well-rounded
understanding of the phenomenon at hand.
3. Nurse researchers should collaborate with bench scientists developing new
medications to manage CF to assess implications of new medications that are not
captured in a list of potential side effects. The experience of taking the medication
should be considered as important as the physiological response to the
medication.
Conclusion
This study has helped reveal the experience of living with CF from the adult
perspective, something that has not been well established in the current literature. Kevin
Aho, a professor of philosophy, shared with me that “all scientific inquiry must start with
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phenomenology” (K. Aho, personal communication, July 25, 2019). Without viewing a
phenomenon of interest through the lens of the person experiencing the phenomenon,
researchers are at risk of not fully understanding the phenomenon. However, as I have
shown with this study, hermeneutic inquiry holds great value at any juncture, even after
decades of primarily quantitative research. There is a hidden voice behind every
participant that completes a quantitative questionnaire. Researchers must strive to make
these hidden voices heard. We must never underestimate the power of a person’s
experience.
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Appendix D
Informed Consent
Participation in a Research Project
South Dakota State University
Brookings, SD 57007
Department of Graduate Nursing
Project Director: Brandon Varilek

Phone No. (605) 520-4878

E-mail: Brandon.Varilek@jacks.sdstate.edu

Date: ________________

Please read the following information thoroughly:
1. This an invitation for you as an adult living with Cystic Fibrosis to participate in a
research project under the direction of Brandon Varilek, a PhD in Nursing student with
South Dakota State University.
2. The project is entitled: Giving Voice to Adults Living with Cystic Fibrosis: A
Phenomenological Study.
3. The purpose of the project is to more clearly understand your experience of living with
Cystic Fibrosis as an adult.
4. Your participation is voluntary. You can choose not to participate, or you may stop
your participation at any time without penalty or loss of benefits to which you are
otherwise entitled. If you withdraw from the study during the interview, the data
collected will still be used unless you request that your interview be deleted and
removed from consideration. If at any point you wish to withdraw from the study,
inform the project director immediately. If you have any questions, you may contact
the project director at the number listed above.
5. If you consent to participate, you will be involved in either an audio-recorded face-toface interview, or a video-recorded interview over a secure video conferencing
platform. The location and method of interview completion will be selected by you.
The interview will take between 45 and 90 minutes of your time. Your participation in
the study ends after the interview is complete.
6. Every effort will be made to ensure confidentiality of your personal information.
Audio and/or video will be used to record the interview. All recordings will be
destroyed after they have been transcribed into text. The transcribed text will be kept
in a password protected folder on an encrypted file for three years as required by IRB
policy. Only the Project Director will have access to the secured interview transcripts
and demographic data. The demographic data collected will be transcribed
immediately after the interview and the paper copy of the form will be shredded using
HIPAA complaint shredding service. The interview transcripts and demographic data
collected about you will not be used or shared for future research studies. Participants
will choose a pseudonym (or alternative name) that will be used during data analysis.

106
When the data is analyzed and published, a new pseudonym will be selected by the
Project Director for each participant to further protect confidentiality. Only the project
director will know which pseudonym belongs to your name, but this information will
never be disclosed. All demographic information as well as Interview transcripts will
be destroyed after 3 years according to the South Dakota State University College of
Nursing, office of Nursing Research policy.
7. There are minimal risks to your participation in the study. Because of the personal
nature of the questions being asked, it is possible that you may feel emotion
discomfort.
8. You will not benefit directly from participating in this study.
9. What are the alternatives to participating in this study? The alternative is to not
participate in this study.
10. After completing the interview, you will be entered into a drawing for one of four
$100 Amazon Gift Cards. If you are selected to receive a gift card, you will be notified
via email. The gift card will also be delivered via email for both in-person and online
interviews. There are no direct costs for the participant.
11. As a research participant, I have read the above and have had any questions answered.
I will receive a copy of this consent to keep.
You may ask any questions you have now or at any time.
For questions or concerns about this study, contact the Project Director at: 605-520-4878
- OR -Brandon.Varilek@jacks.sdstate.edu.
For questions about your rights as a participant in this study or to discuss other studyrelated concerns or complaints with someone who is not part of the research team, you
may contact SDSU’s Research Integrity and Compliance Officer at 605-688-5051 or
sdsu.irb@sdstate.edu.

Participant Agreement:
Participation is limited to those 18 and older.
Your consent is implied by completing the interview.
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Appendix E
Demographics Form
Please respond to the following questions:
1. Choose a pseudonym (a fake name for yourself):
_________________________
2. What is your telephone number? (for contacting you if selected for gift card)
_________________________
3. What is your email address? (for sending the gift card to you if selected)
_________________________
4. What is your current age?
_________________________
5. Current gender identity?
_________________________
6. What age were you diagnosed with CF? (if within first year of life, write age in
months) _________________________
7. What is your marital status? (Choose one)
a.
b.
c.
d.
e.

Single, never married
Married or domestic partnership
Widowed
Divorced
Separated

8. What is your employment status? (Select all that apply)
a. Employed full-time
b. Employed part-time
i. If employed full- or part-time, what is your occupation?
______________
c. Student
d. Homemaker
e. Out of work and looking for work
f. Out of work but not currently looking for work
g. Retired
h. Unable to work
i. Other. Please explain: ______________________
9. What kind of insurance do you have? Circle all that apply.
a. Private Insurance
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b.
c.
d.
e.
f.

Public Insurance (Medicare, Medicaid)
Military Coverage (TRICARE, VA, CHAMP-VA)
Drug (Medication) Plan
No insurance
Other. Please explain: ______________________

10. Please describe the frequency and duration (if applicable) of the following
treatments:
a. Oral Medications __________________
b. CPT __________________
c. Nebulizers __________________
d. IV Medications __________________
e. Insulin __________________
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Appendix F
Proof of Licensure – Images for Figure 1
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Appendix G
Proof of Licensure – Image for Figure 1

Alamy Limited
6 - 8 West Central, 127 Olympic Avenue,
Milton Park, Abingdon, Oxon, OX14 4SA
United Kingdom

Your Alamy invoice
Invoice number:

VAT Reg. No.
Company No.
Invoice date:

GB 718 2941 23
3807789

23 October 2019

IY01304151
Invoice to:
500 Cedar Drive
Harrisburg
SD
57032
United States

Total: $
Ordered by:

bmvarilek@gmail.com

Order reference:

OY37054303

Paid
9.99

Your order (1 item)
Image ID: M269E8

$ 9.99

Image details
Image title

figure skating pair death spiral ice dancing

Credit line

sportpoint / Alamy Stock Vector

License details

Royalty free - JPEG and vector

Size

39.5 MB (218 KB compressed)

Paid
Subtotal: $ 9.99
VAT @ 0%: $ 0.00
Total: $
Paid by PayPal

Get in touch

For a refund

+44 (0)1235 844600
sales@alamy.com

Full refund within 30 days of the invoice date.
License agreement: https://www.alamy.com/terms/default.asp

9.99

